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THE  COMMUNITY  AND  FAMILY  LIVING 
AMENDMENTS  OF  1983 


MONDAY,  FEBRUARY  27,  1984 

U.S.  Senate, 
Subcommittee  on  Health, 

Committee  on  Finance, 

Washington,  D.C. 

The  subcommittee  met,  pursuant  to  notice,  at  1:33  p.m.,  in  room 
SD-215,  Dirksen  Senate  Office  Building,  Hon.  David  Durenberger 
(chairman)  presiding. 

Present:  Senators  Durenberger  and  Dole. 

Also  present:  Danforth,  Chafee,  Pell,  and  Exon. 

[The  press  release  announcing  the  hearing,  the  prepared  state- 
ments of  Senators  Dole  and  Chafee,  and  background  information  on 
S.  2053,  follow:  | 

IPfww  Hetetme  No.  84~1(HI| 

The  Senate  Finance  Subcommittee  on  Health  Schedules  Hearing  on 
4  Community  and  Family  Living  Amendments  of  1983,  S.  2053 

Senator  Dave  Durenberger  (R,  Minn.),  chairman  of  the  Subcommittee  on  Health 
of  the  Senate  Committee  on  Finance,  unnounced  today  that  the  Subcommittee  will 
hold  a  hearing  on  S.  2053,  the  Community  and  Family  Living  Amendments  of  1983. 
The  hearing  iB  the  third  in  a  Beries  of  hearings  on  long-term  care. 

The  hearing  will  be  held  on  Monday,  February  27,  1984,  beginning  at  1:30  p.m.  in 
Room  SD-215  of  the  Dirksen  Senate  Office  Building.  " 

In  announcing  the  hearing,  Senator  Durenberger  noted  that  "federally  supported 
'  long-term0  care  programs  for  the  elderly  and  disabled  emphasize  costly  institutional 
care.  Ab  part  of  our  ongoing  hearings  on  long-term  care,  the  subcommittee  is  inter- 
ested in  the  development  of  an  integrated  long-term  care  delivery  system  which  pro- 
vides an  appropriate  level  of  care,  in  an  appropriate  setting,  on  a  coat-effective  basis. 
The  provisions  of  S.  2053  provide  a  basis  on  which  to  begin  our  examination  of  wayB 
to  provide  for  the  long-term  care  needs  of  the  Nation's  disabled  population.  S.  "053 
would  seek  to  provide  more  individualized  services  for  the  severely  disabled  by  shift- 
ing federal  medicaid  funds  from  institution  for  the  disabled,  primarily  intermediate 
care  facilities  [ICF's]  and  ICFVfor  the  mentally  retarded,  to  community-based  set- 
tings." 

Senator  Durenberger  t  tated  that  the  subcommittee  is  interested  in  hearing  from 
the  administration,  the  States,  providers,  and  consumers.  The  subcommittee  is  par- 
ticularly interested  in  comments  on  the  possible  benefits  to  be  derived  for  the  dis- 
abled and  the  medicaid  program  as  the  result  of  the  proposed  shift  to  community- 
based  care;  the  feasibility  and  obstacles  to  providing  such  care;  and  the  experience 
available  from  existing  community-based  facilities  for  the  disabled- 

Opening  Statement  of  Senator  Boh  Dole 

l  am  pleased  to  have  the  opportunity  today  to  participate  with  my  colleagues^  in 
this  hearing  on  S,  2053,  "The  Community  And  Family  Living  Amendments  Act."  I 
know  of  the  importance  of  this  issue  and  of  the  merit  of  the  arguments  both  sides 
bring  to  the  proposal, 

(1) 


A  few weeks  ago,  while  in  Kansas,  I  had  the  opportunity  to  meet  with  individuals 
who  were  inturoHlwl  in  thin  proponed  legislation.  At  that  time,  I  heard  both  support 
for  the  concept  of  deinstitutionalization  as  embodied  in  the  bill,  and  reservations 
about  its  likely  impact  on  certain  institutions  and  individuals. 

The  bill  would  involve  a  fundamental  shift  in  our  Medicaid  reimbursement  poli- 
cies affecting  mentally  retarded  persons.  Over  a  10-  to  15-year  period,  medicaid 
funding  to  large  institutions  serving  the  mentally  retarded  would  be  phased  out  and 
redirected  to  small  community-based  settings.  Any  such  fundamental  change  re- 
quires careful  consideration,  I  welcome  the  opportunity  to  hear  in  more  detail  from 
our  witnesses  today  their  views  regarding  S.  2053. 
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SENATOR  JOHN  H,  CHAFEE 
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Mr,  Chairman,  I  would  like  to  thank  all  of  those  who 

HAVE  COME  HERE  TODAY  TO  PARTICIPATE  IN  THESE  HEARINGS,  MoST 


NOTABLY,    I  THANK  CHRIS  CrADDY,  WHO  LIVED  FOR  MANY  YEARS  IN  A 
LARGE  INSTITUTION  IN  MY  OWN  HOME  STATE  OF  RHODE  ISLAND,  AND  NOW 
*LIVES  IN  A  CUMMUNITY-BASED  HOME,     CHftlS  WlLL  SHARE  WITH  US  HER 
PERSONAL  FEELINGS  ABOUT  LIFE  IN  THIS  VERY  DIFFERENT  SETTING, 

WE  WILL  ALSO  HEAR  FROM  EXPERTS  WHO  ARE  INVOLVED  IN  THE 
CARE  OF  THE  SEVERELY  DISABLED  AND  RETARDED  BOTH  IN  LARGE  INSTITUTIONS 
AND  COMMUNITY-BASED  HOMES,  AS  WELL  AS  SEVERAL  PARENTS  OF  RETARDED  / 


OR  DISABLED  INDIVIDUALS, 


/ 


Some  time  ago,  I  read  something  that  I  would  like  to 


SHARE  WITH  YOU  TODAY: 


THE  SEVEN  STEPS  TO  SIA6MMJL 
1,    We've  never  done  it  that  way 
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2,  We're  not  ready  for  that  yet 

3,  We're  doing  All  right  without  it 

4,  We  tried  it  once,  and  it  didn't  work  out 

5,  It  costs  too  much 

6,  '  That's  not  our  responsibility 

7,  It  won  t  work' , 

This  bill  gives  us  the  opportunity  to  take  positive  , 
actions  on  behalf  of  those  who  most  need  our  help.   these  hearings 
provide  us  with  a  long  overdue  forum  in  which  we  can  closlly 
scrutinize  the  current  system  of  care  and  determine  how  it  can 
be  improved  to  benefit  those  who  need  it- most,  x 

  .  \ 

This  legislation  is  highly  controversial  and  evokes  . 
tremendous  emotion.   it  is  crucial  to  bear  in  mind  that  we  all 
share  a  common  purpose  ~  to  provide  the  best  possible  care  to 
our  retarded  and  disabled  citizens  who  are  not  able  to  care  for 

THEMSELVES.     OUR  GOAL  TODAY  I S  TO  DETERM I NE ! HOW  THIS  PURPOSE 
CAN  BEST  BE  ACCOMPLISHED.-      \  I 


JO 

o  ( 
ERJC 


/ 


Since  I  introduced  this/bill  last  November,  1  have 

RECEIVED  QUESTIONS  ABOUT  THE  STABILITY  OF  GR6UP  HOMES,  THE 
ADVISABILITY  OF  THE  10-15  YEAR  SHIFT  OF  FEDERAL  FUNDS  TO  COMMUNITY 
PROGRAMS  FORM  LARGER  FACILITIES,  THE  ELIGIBILITY  REQUIREMENTS  OF 
PATIENTS,  THE  COST,  AND  MOST  IMPORTANT,  HOW  THE  STATES  WILL  BE  ABLE 
TO  DEVELOP  VIABLE  COMMUNITY-BASED  FACILITIES  THAT  PROVIDE  A  HIGH 
QUALITY  OFXARR.     I  HCPE  THAT  WE  CAN  ADDRESS  ALL  OF  THESE  QUESTIONS 
-TODAY'TO.  THE  SATISFACTION  (ft  EVERYONE  WHO  HAS  EXPRESSED  SUCH 
HEARTFELT  INTEREST  AND  CONCERN. 

/ 

We  all  have  a  tendency-to  fear  the  unknown.   That  is  why 
we  are  here  today  --  to  examine  this  idea  of  group  homes,  which 

IS  NEW,  AND  DIFFERENT  AND  UNKNOWN  TO  MOST  OF  US.     We  ARE  HERE  TO 
LEARN  FROM  THOSE  WHO  WILL  TESTIFY        TO  LEARN  FROM  THEIR 
KNOWLEDGE  AND  THEIR  EXPERIENCE. 

\ 

\  We  should  not  deny  our  retarded  and  disabled  citizens  the 

opportunity  to  grow  and  participate  in  the  community  because  of 
our  own  inability  to  grapfle  with  the  unknown.    congress  and  our 
nation  have  always  strived  to  better  the  current  situation,  how 
can  we  ask  any  less  for  th^se  patients  of  institutions. 

*    \  ,  \ 


\ 
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9    "  I.    Key  Points  * 

In  1971,  Congress  amended  Title  XIX,  Medicaid,  to  ptsrmit 
reimbursement  for.  services  provided  in  intermediate  care 
facilities  (ICFs) .    An  ICF  refers  to  any  facility  of  four  or 
more  beds  in  which  health-related  services  are  provided  to 
individuals  who  do  not  require  the  degree  of  car^  or 
treatment  that  a  hospital  or  skilled-nursing  facility  is 
designed  to  provide.     In  addition  to  facilities  serving  the 
general  population,  the  amendments  also  permitted  public 
facilities  ^serving  the  meivtally  retarded  to  be  certified  as 
ICFs.    Since  then,  most  States  have  amended. their  Medicaid 
plans  to  include  so-called  intermediate  care  facilities  for 
the  mentally  retarded  (ICFs/MR) . 

By  198?,  total  (Federal/State)  Medicaid  outlays  for 
intermediate  care  facilities  totalled  $8.5  billion:  $4 
billion  to  provide  services  to  645,000  elderly  recipients, 
approximately  $1  billion  to  provide  services  to  121,000  non- 
elderly,  physically  disabled  persons,  and  $3.5  billion  to 
provide  services  for  154,000'  mentally  retarded  persons. 

Medicaid  requires  that  intermediate  care  services  be 
provided  on-site,  which  leads  to  a  so-called  institutional 
bias.    Home-based  intermediate- care,  except  under  certain 
program  waiver  provisions,  is  hot  financed  by  medicaid. 
Facilities  providing  institutional  care  for  mentally 
retarded  (MJU-or  developmentally  disabled  (DD)  persons 
currently  range  in  size  from  16  to  2,000  beds,  although  most 
institutionalized  MR/DD  persons  are  in  State  administered 
public  facilities  of  over  300  beds.  <• 

S>  2053  would  modify  these  provisions  of  Title  XIXX  so  as  to 
divert. funds  from  intermediate  care  facilities  to  small 
community-based  organizations  providing  intermediate  care 
services  for  the  non-elderly,  severely,  physically  and/or 
developmentally  disabled  Medicaid-el igible  recipient. 

A  community-based  facility  as  defined  in  S.  2053  is  small 
(no  more  than  approximately  9  beds),  located  within  a 
residential  neighborhood,  and  accessible  to  neighborhood 
services.  *  ■  «.  * 

The  population  likely  to  be  most  immediately  affected  by  S. 
2053  is  the.  MR/DD  population  now  residing  in  large  (usually 
State-operated)  facilities  certified  as  ICPs-MR.  '  \  ' 
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\  *  '  i I •  Background 

\  '  5 

"Notwithstanding  medicaid's  financing  bias,  during  the  1970's  a 
g row iRg^jn umber  of  mentally  retarded  individuals  moved  from 
f acil i tie^SaJt^communi ty-based  carevarrangements,  and  a  growing 
number  of  families  chose  community-based  care  over  institutional 
placement  for  their  mentally  retarded  family  members . 

This  trerTd  can  be  explained  in  various  ways.     In  part  it 
appears  to  be  the  result, of  a  growing  belief  by  some  that  even 
the  most  severely  disabled  person  has  .the  potential  for* growth 
apd  development,  and  an  accompanying  belief  that  this  development 
c^n  best  be  fostered  .'n  a  "normalizing"  environment,  that  is,  an 
environment  which  approximates,  as  closely  as  possible,  normal 
family  and  community  living.    Adherents  of  this  view  have  often 
used  the  courts  tc-force  deinstitutionalization.  Alternatively, 
this  trend  has  been  explained  by  cost-cutting  measures  instituted 
by  the  States, 

Whatever  the  cause,  the  trend  is  clear.     The  population  of 
public  institutibns  decreased  36  percent  between  1971  (when  there 
were  187,546  residents)  and  1982  (when  there  were  119,335 
residents).    As  the«l?ss  severely  disabled  persons  were  either 
transferred  from  institutions  to  community  setti  .gs  over  the  past 
decade  or  remained  within  the  community,,  those  continuing  to  live 
in  public  institutions  tended  to  be  the  most  severely  handicapped 
persons,  "of  tejr'wi  th  multiple  handicaps.     In  1982,  81  percent  of 
residents  o^'puhlic  institutions, were  profoundly  or  severely 
retarded  and  19  percent  were  moderately  to  mildly  retarded.  Of 
those  rem'aining  in  institutions,  43  percent  have  mutiple 
handicaps,     m  addition*  the  percentage  of  those  with  an 
emotional  handicap  nearly  tripled  between  1976  and  1982.  Thirty- 
six  percent  of  the  institutionalized  MR  population  have  an 
emotional  handicap,  -----   ~ 

/  I 
As  MR/DD  persons  are  transferred  Out  of  institutions  and  into 
community  living  facilities,  many  such  persons  are  placed  in 
group  homes  in  residential  neighborhoods  or  in  group  living 
arrangements  in  multi-family  buildings. 

A  1982  study  showed  that  there  were  63,703  MR/DD  persons 
living  in  13,862  community  facilities  of  15  beds  or  fewer.  This 
represents  a  35  percent  increase  in  the  number  of  such  persons 
living  in  such  facilitiesosince  1977. 

The  GAO  recently  completed  a  report  which  presents  information 
on  the  issues  encountered  and  the  funding  sources  used  in  the 
establ ishment  and . operation  of  group  homes  for  mentally  disabled 
persons.     The  GAO! found  that  zoning  and  other  land-use  policies 
generally  were  not  a  major  hindrance  in. the  establishment  of 
group  homes. 
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Funding  was  cited  In.  the  GAO  survey  as  a  greater  problem  than 
zoning  or  other  land-uae  requirements  in  establishing  and 
operating  group  homes.     Thi t ty-eight 'percent  of  the  group  home 
sponsors  reported  experiencing  a  high  degree -of  difficulty  in 
obtaining  funds  to  establish  or  operate  their,  group  home.  Start- 
up costs,  operation  costs  and  Federal  funding  were  cited  as  the 
major  f undlW'pEOblems .    The  GAO  found  that  funding  and  sponsors 
for  group  home3  for  the  mentally  retarded  were  as  follows; 

Founders  and  Sponsors; 

\ 

o  65  percent  had  private  non-profit  sponsors, 
o  8  percent  of  the  homes  were  proprietorships. 

\  € 

<    o  Most  othelr  group  homes  were  sponsored  by  the  public  sector. 

Start-tip  Funds*  ■ 

o  39  percent  of  the  homes  received  private  funds* 

o  55  percent  of  the  homes  received  State  funds. 

o  25  percent  of  the  homes  received  local  funds. 

o  13  percent  of  the  homes  received  Federal  funds,  other  than 
HUD. Section  202  loans.  Two  percent  used  HUD  202  funds. 

o  Charities  and  community  fund  drives  also  provided  start-up 
funds. 

Operating  Fun^s: 

o  73  percent  of  the  homes  used-clients Supplemental  Security 
Income   (SSI )  funds. 

o  65  percent  of  the  homes  received;  State  funds. 

o  13  percent  of  the  homes  received  ICF/MR  funds. 

o  Other  operating  fund  sources  included  personal  income,  title 
XX  (social  services),  local  government  funds,  private  funds, 
community  fund  drives  and  donations  from  charitable 
organizations. 

According  to  the  GAO,  26  percent  of  the  group  home  sponsors 
experienced  great  difficulty  locating  suitablff^sites  or 
facilities.    These  problems  included  finding  accomodations  with 
adequate  bed  and  bath  facil ities,  favorable  landlord  attitudes 
toward  leasing,  a  safe  neighborhood,  and  proximity  to  public 
transportation  and  medical  and  social  services. 
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Although  patients  increasingly  sare  being  served  in  community 
settings,  public  monies  have  not  followed  them*    A  large  share  of 
public  funding  for  out-of-home  care* for  the  severly  disabled 
comes*  from  the  Federal/State  Medicaid  program,  75  percent  of 
which  is  directed  toward  institutions  rather  than  community-based 
programs.      S.  2053  provides' for  a  gradual  shifting  of  federal 
funds  from  large  institutions  to  communi tv-and-f amily-ba^d 
integrated  settings.    Those  individual*  requiring  highly 
structured  24-hour  care,  including  medical  attention,  would  be  « 
provided  with  this  care  in  facilities  within  the  community. 
Those  needing  fewer  services  —  whether  living  at  home,  in  foster 
care,  in.  a  group  home,  or  in  an  apartment  —  would^lso  receive 
the  appropriate  medical  attention  and  developmental  services.  - 

Various  terms  are  used  to  refer  to  the  severely  disabled, 
primarily  mentally  retarded  population  which  may  receive  publicly 
funded  services.    The  Medicaid  program,  authorized  under  Title 
XIX  of  the  Social  Security  Act,  provides  Federal  funds  to  help  * 
support  services  for  "mentally  retarded  or  persons  with  related 
conditions"  who  require  institutional  care.    S.  2053,  which' is 
the  focus  .of- this  papers,  provides  a  definition  for  "severely 
disabled  individual"  which  is  based  on  the vdef ini tion  of 
"developmental  disability11  under  the  Developmental  Disabilities 
Assistance  and  Bill  of  Rights  Act,  p.L.  91-517,  as  amended. 

This  paper  uses  the  term  "mentally  retarded  and  other 
developmentally  disabled"  (MR/DD)  persons,  a  term  commonly  used 
in  the  field,  to  generally  encompass  the  population  referred  to 
in  the  above  documents* 

■  .* 

Current  Law 

Federal  funds  to  help  support  services  for  institutionalized 
MR/DD  persons  are  authorized  under  the  Medicaid  program,  Title 
XIX  of  the.  Social  Security  Act.    The  MR/DD  population  requiring 
24-hour  care  may  receive  such  services  in  several  types  of 
Federally  funded  programs.    To  receive  Federal  funds,  programs 
must  meet* certi f ication  standards  established  under  the  Medicaid 
program.    There  are  three  types  of  Medicaid-certi f ied  providers 
in  which  MR/DD  persons  are  provided  care:     1)  intermediate  care 
facilities  for  the  mentally  retarded   (ICFs/MR) ,  2)  intermediate 
care  facilities  (ICFs)  and  3)  skilled  nursing  facilities  (SNFs) • 

1.    Most  institutionalized  MR/DD  persons  receive  services  in 
* ICFs/MR.    These  facilities  range  in  size  from  4  to  2,000  beds, 
but  the  great  majority  of  resident*,  over  90  percent,  are  in 
facilities  of  16  beds  or  more.    Facilities  with  under  200  beds 
are  largely  administered  by  the  private  sector,  and  those  over 
200  beds  are  most  likely  public  institutions. 

Federal  regulations  providing  standards  for  ICFs/MR  are 
intended  to  assure  a  safe  and  therapeutic  environment  and  include 
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provisions  for  adequate  staffing,  health  and  safety  requirements 
and  minimum  specifications  for  individual  space  and  privacy. 
Residents  of  ICFs/MRs  may  receive  rehabilitative  services  and  an 
individual  plan  of  care  is  required  for  each*  resident*  The  plan 
must  include  services  necessary  to  enable  residents  to  attain  or 
maintain  optimal  physical,  intellectual,  sbcial^and  vocational 
functioning. 

2.  Some  ftR/DD  persons  are  served  in  nursing  care  homes 
certified  under  Medicaid  as  ICPs.    These  facilities  provide 
health-related  care  and  are  not  required  to  provide  the 
rehabilitation  services  authorized  in  the  ICF/MR  program. 
Approximately  30,000  MR  persons  are  currently  served  in  ICFs, 
according  to  an  unofficial  estimate  of  the  Congressional  Budget 
Office  (CBO).  V 

3.  SNFs  serve  some  mentally  retarded  persons  who  require  a 
greater  degree  of  health  care  than  is  provided  in  ICFs. 
Approximately  13,500  MR  persons  are  served  in  S$Fs,  according  to 
CBO.      '■  M 

The  three  serviced  mentioned  above  are  funded  through  open- 
ended  entitlements.    That  is,  States  are  not  limited  in  the 
amount  of  Federal  funds  they  may  receive, as  long  as  they  meet 
standards  and  provide  the  required  matching  funds.     The  Federal 
share  for  these  services  ranges  from  50 .  to  83  percent  depending 
on  the  State  per  capita  income*    The  average  Federal  share  for 
these  services  is  53  percent.  Skilled  nursing  facility  services 
must  be  included  in  Medicaid  State  plans  while  services  in  ICFs 
are  optional. 

Congress  extended  to  states  significantly  greater  flexibility 
in  developing  alternatives  to  institutionalization  by  including 
Section  2176  in  the  Omnibus  Reconciliation  Act  of  1981  (ORA) . 
This  section  granted  the  Secretary  of  the  Department  of  Health 
and  Human  Services  the  authority  to  waive  certain  medicaid 
requirements  to  allow  States  to  set  up  home-  and  community-based 
long-term  care  delivery  systems  for  medicaid-eligible  individuals 
who  were  at  risk  of  institutionalization.    The  flexibility  to 
modify  certain  program  eligibility  requirements  which  promoted 
institutionalization  was  provided  to  States,  as  was  the  ability 
to  provide  a  broad  range  of  community-based  services  not  normally 
covered  under  medicaid.    The  States'  response  to  this  statutory 
provision  is  described  later  in  this  report. 
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IV.  a.  ,2051:  Description  and  Issues 

A.  Description 


S.  2053  modifies  Title  XIX,  Medicaid,  to  limit  reimbursement 
for  services  to  the  severely  disabled  to  those  rendered  in 
community  or  family-living  facilities.     Funds  would  be  diverted 
away  from  large  State  institutions  (that  currently  are  ICF 
certified)  and  nursing  homes  certified  a3  ICFs.     hn  exception 
would  allow  temporary  institutionalization  (no  more  than  two 
years  per  individual)  under  certain  conditions. 

Important  definitions  in  S.  2053: 

-  "severely  disabled  individuals":  individuals  with  a 
disability  attributable  to  a  developmental  or  physical  impairment 
(or  combination),  that  is  manifested  before  age  50,  is  likely  to 
continue  indefinitely,  and  results  in  substantial  functional 
limitation.     (The  definition  specifically  excludes  persons 
between  the  ages  of  21  and  65  who  have  a  primary  diagnosis  of 
mental  illness.) 

-  "community  or  family  living  facility":     refers  to  natural, 
adoptive,  foster,  and  group  homes  whose  size  does  not  exceed 
three  times  the  average  family  household  size  for  the  area,  whose 
location  is  within  residential  neighborhoods,  and  which  meet 
certain  staffing,  service,  safety,  and  sanitation  standards. 

-  reimbursible  "care  and  services"!     includes  home  or 
community-based  health  care ,  comprehensive  services  for  ^ 
independent  living  as  defined  in  the  Rehabilitation  Act  of  1973 
(e.g.,  personal  aides  or  attendants,  domestic  assistance,  family 
support  services,  respite  care,  case  management,  habilltation  and 
rehabilitation  services),  specialized  vocational  services,  room 
and  board,  and  administrative  expenses. 

Under  the  provisions  proposed' in  S.  2053,  all  large  Medicaid- 
funded  ICFs  would  have  10  years  to  phase  out  their  programs  (15 
years  for  facilities  that  opened  after  January  1,  1979  and 
contain  16  to  75  residents).     Facilities  of  15  or  fewer  residents 
that  were  in  operation  on  the  date  of  the  bill's,  enactment  would 
not  be  affected  by  this  provision. 

The  bill  contains  a  provision  providing  for  a  5  percent 
increase  in  the  Federal  Medicaid  matching  rate  for  each  disabled 
person  moved  from  an  institution  to  a  community  setting.  The 
higher  matching  rate  would  continue  for  5  years  following  the 
individuals  return  to  the  community. 

The  bill  would  also  provide  for  an  expansion  of  eligibility  at 
the  option  of  the  State.     Under  the  provisions  of  S.  2053,  a 
State  may,     use  Medicaid  funding  for  services  to  severely 
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disabled  individuals  under  age  18  (whose  families  were  not 

eligible  for  medicaid)   if  such  person  or  his  family  spent  at 

least  5  percent  of  adjusted  gross  income  for  the  provision  of 
care  and  services  to  such  persons* 

The  bill  also  includes  provisions  for  independent  evaluations, 
individualized  service  plans,  periodic  reviews,  program 
standards-  fiscal  audit  procedures,  and  sanctions  for 
noncompliance*  .  . 

B,  Issues 

The  introduction  of  S.  2053  has  intensified  debate  regarding 
the  appropriateness  of  institutional  care,  family-scale  living 
and  other;,  levels  of  service  and  care  for  the  MR/DD  population. 
While  all 'persons  interested  in  care  to  this  population  favor 
quality  residential  services  for  MR/DD  persons,  there  is 
considerable  disparity  regarding  the  types  of  care  considered 
mast  appropriate*     Some  professionals,  parents  of  disabled 
persons  and  \other  advocates  feel  that  a  continuum  of  residential 
alternatives*  including  institutional  care,  provided  in  ICFs/MR 
should  continue  to  be  available^      These  individuals" contend  that 
these  facilities  are  cost-effective  and  meet  the  various  needs  of 
MR/DD  per s on sl 

•Alternatively,  advocates  "of  S.  2053;  who  also  include 
professionals    parents  of  disabled  persons,  and  Other  interested 
and  informed  persons ,. feel  that  family-scale  living  arrangements 
provide  a  superior  service  setting  for  all  the  needs  of  MR/DD 
persons  by  providing  per sonal ized  care  in  a  more  normalized, 
cost-effective  setting* 

The  major*  issues  of  the  debate  are  centered  around  the 
following  questions: 

o  Is  community  care  better  than  institutional  care  in  all 
cases?  v 

p  Can  the  medically  fragile  MR/DD  person  who  requires  24-hour 
nursing  care  and  frequent  physician  services  be  effectively 
served  in  small  community  living  facilities? 

o  Should  all  institutions  be  phased  out  even  if  they  appear  to 
provide  good  care  and  families  are  satisfied  with  the  care 
provided?  ^ 

o  What  economic  hardship  will  the  closing  of  facilities  have 
on  the  corUunities  in  which  they,  are  located  and  on  the 
current  employees? 

o  Does  the/bill  provide  strong  enough  Federal  standards  to 
assure  quality  of  care  and  safety  in  widely  disbursed 
facilities  each  serving  a  small  number  of  clients? 

.'  / 
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o  Can  not  the  Section  2176  medicaid  waiver  provision  be  used 
to  accomplish  the  goals  of  S.  2053'  without  new  legislative 
authority?  " 

o  Are  communities  ready  to  receive  MR/DD  persons  in  large 
numbers  from  institutions? 

o  Many  States,  in  an  effort  to  upgrade  their  institutions, 
have  floated  long-term  bonds  for  capital  improvements*  If 
S.  2053  is  implemented,  how  can  States  manage  this  long-term 
debt?    Conversely,  «£rom  where  will  the  capital  funds  come  to 
build  or  renovate  structures  within  the  community? 

And  finally,  how  costly  will  S.  2053  be  to  implement?    In  the 
short  term,  a  dual  system  will  be  in  operation*  Institutions 
will  continue  to  operate  during  the  phase-out  period  at  the  same 
time  that  institutions,  a  direct  dollar  for  dollar  transfer  will 
not  be  possible.    Also,  the  scope  of  services  is  broader  in  S, 
2053  than  is  currently  defined  under  Medicaid  regulations  for 
ICFs  and  ICFs/MR,  and  there  is  a  possibility  of  an.  expanded 
caseload  under  S.  2053* 

Informal  estimates  of  the  number  of  MR/DD  persons  who  could  be 
eligible  for  Medicaid  services  who  currently  are  not  receiving 
such  services  range  from  625,000  to  2  millidn.     It  could  be 
argued  that  MR/DD  persons  eligible  for  Medicaid  services  should 
have  access  to  such  services  regardless  of  where  they  reside*  If 
such  persons  seek  services  under  S.  2053,  total  medicaid 
expenditures  could  increase* 


Many  of  the  recent  Federal  activities  regarding  long-term  care 
policy  have  been  directed  toward  liberalizing  Medicaid  funding  so 
as  to  allow  States  more  flexibility  to  develop  community-based 
services.    One  example  is  the  Medicaid  Home  and  Community-Based 
Waiver  Initiative  (P.L.  97-35  Section  2176)  which  has  resulted, 
to  date,  in  the  approval  of  45  program  waivers,  28  of  which  deal 
with  the  developmental^  disabled  population,  and  the  rest  of 
which  address  the  needs  of  the  physically  disabled,  both  elderly 
and  non-elderly.    Most  off  the  waiver  projects,  however,  unlike  S, 
205?,  are  directed  more  toward  preventing  premature  or 
unr^cessary  institutionalization  through  the  provision  of 
alternative  community-based  services  than  toward  active 
deinstitutionalization  efforts.    However,  those  waiver  projects  , 
that  primarily  aifect  the  MR/DD  population,  like  the  one  granted 
the  State  of  Maryland  are  directed  toward  furnishing  case 
management,  residential  habilitation,  day  care  and  transportation 
services  to  MR/DD  clients  who  are  presently  institutionalized  in 
ICF/MR  facilities  but  will  be  relocated  to  community-based 
facilities.      Results  from  this  and  other  waiver  projects  are  not 
yet  available  but  eventually  may  provide  data  on  the  feasibility 


V.  Federal  and  State  Initiatives 


\ 


15 


of  and  costs  associated  with  community-based  services  for  the 
severely  disabled. 

In  some  States,  both  judicial  mandate  and  State-sponsored 
legislation  have  accelerated  the  transfer  of  disabled  persons 
(especially  mentally  and  developmental^  disabled)  from  State 
facilities  to  the  community.    Deinstit^tionlization  of  the 
mentally  retarded  has  occurred  in  Pennsylvania  (Pennhurst  State 
School),  New  York  (Willowbrook) ,  and  Nebraska  (Beatrice  State 
Developmental  Center),  to  name  just  a  few  of  the  more  well-known 
examples*    There  are  currently  dozens  of  court'  cases  underway  in 
a  total  of  15  or  20  'States.    These  Cases  generally  have  arisen 
from  documented  abuses  within  institutions. 

In  1980,  the  Civil  Rights  of  Institutionalised  Persons  Act, 
P.L.  96-247,  gave  the  Attorney  General  explicit  authority  to 
initiate  and  intervene  in  litigation  involving  the  constitutional 
rights  of  institutionalized  persons.    Since  the  enactment  of  the 
statute,  the  Attorney  General  his  undertaken  41  investigations  of 
institutions,  19  of  which  involved  mental  health  or  mental 

retardation  facilities.  / 

/  ' 

The.  following  States  have /recently  announced  plans  to  close 
one(or  more  State  institutions  for;  MR/DD  persons:  Maryland, 
Minnesota,  Florida,  Michigan,  Illnois,  Pennsylvania,  Vermont,  and 
Montana.  /        .  ■■  v 

These  State  efforts  at/  deinstitutionalization  have  been 
followed  closely  although  evaluations  of  their  results  have  been 
/Inconclusive*    Some  researchers  .have  found  lower  costB  for 
community  alternatives  ^/hile  others  are  unable  to  find  a 
/    consistent  difference  in  costs  in  favor -.of  community  programs  or 
/      institutional  programs^    Many  of  the  differences  in  cost  study 
findings  have  been  attributed  to  poorly  controlled  cost 
identification  and  finding  procedures.     In  addition,  few  studies 
have  controlled  or  eVen  accounted  for  differences  in  client 
dysfunction. 

1      The  most  recent  comparative  analysis  of  the  costs  of 
residential  and1  day  services  within  institutional  and  community 
settings  comes  o,ut  of  the  4th  year  report  of  a  longitudinal  study 
of  the  court-ordered  deinstitutionalization  of  residents  of  the 
Pennhurst  Center  in  Pennsylvania*    On  average,  community  programs 
were  found  to  ,cost  less  per  client  day  than  Penrihurst  Center 
programs,  although  the  community  programs  showed  a  much,  larger 
range  in  cosjt  per  client  day,  $19.64  to  $252.66,  than  did  the 
Pennhurst  programs,  $80*26  to  $211.88. 

Most  of/these  differences  are  explained  by  personnel  costs. 
Pennhurst/Center  staff  are  paid  more  and  enjoy  a  more  generous 
fringe  benefit  package  than  do  their  counterparts  in  community 
programs*    Since  between  70  and  80  percent  of  program  costs 
relate  /to  personnel,  the  relative  prices  paid  for  these  services 
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are  a  major  component  of  the  cost  of  programs.    This  finding  is 
significant  in  light  of  the  provision  in  S*  2053  which  mandates 
the  protection  of  employees  who  would  be  affected  by  the  transfer 
of  severely  disabled  individuals  to  community  or  family  living 
facilities.     Included  within  these  protections  Would  be  the 
preservation  of  the  rights  and  benefits  that  these  employees  now 
.enjoy,  including  reemployment  in  the  community  facilities  and  the 
provision. for  training  or  retraining. 

In  addition  to  cost  studies,  some  attention  has  been  given  to 
the  effects  of  deinstitutionalization  on  client  functioning,  in 
a  comparison  of  those  Pennhurst  residents  who  were  placed  in 
community  settings  with  those  who  remained  within  the  facility, 
the  deinstitutionalized  clients  showed  gains  in  independent 
functioning  and  developmental  growth.  In  another  study  that 
evaluated  a  Statewide  program  of  deinstitutionalization  in  ' 
Montana,  favorable  changes  in  behavior  also  were  observed  when 
^      clients  left  institutional  settings. 

However,  not  all  clients  that  are  deinstitutionalized  remain 
so.    When  examining  the  ratio  of  readmitted  clients  to  the 
population  of  institutionalized  clients,  there  appears  to  be  an 
increase  in  readmission . over  the  past  several  years.     In  1964, 
the  ratio  Of  readmitted  to  institutionalized  persons  was  1  to 
,        113.6;  the  1980  ratio  was  1  to  25.6.    Reasons  cited  for 

readmission  from  community  placement  are:    community  rejection, 
13  percent;   lack  of  community  services,  52  percent;  family 
inability  to  cope,  49  percent;  and,  failure  to  adjust,  49  • 
percent.    Obviously, ^these  reasons  are  not  mutually  exclusive. 
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S.  2053  AND  THE  TRANSFER  OF  MENTALLY  RETARDED  PEHSONS  FROM  LARGE 
INSTITUTIONS  TO  Sgp\LL  COMMUNITY  LIVING  ARRANGEMENT? 


INTRODUCTION 

For  the  past  20  years  there  has  been  considerable  concern  about  the  quality 
of  care  In  some  of  the  large  residential  institutions  which  provide  care  for 
persons  with  mental  retardation  and  related  disabilities*    For  the  purposes,  of 

0 

this  paper,  "lnstltutionH  means  a  residential  facility  of  16  or  more  beds  which 
provides  24-hour  car*  seven  days  a  week*    Most  institutionalised  retarded  per- 
sons reside  in  institutions  of  300  beds  or  more.    The  Federal  Government  helps 
support  services  in  those  institutions  which  meet,  or  haye  a  plan  to  meet,  Fed- 
eral standards  of  care*    However,  recent  Judicial  and  legislative  actions  indi-  1 
cate  that  abuses  and  other  problems  remain  in  some  institutions.    In  an  effort 
to  improve  living  conditions  and  provide  a  more  normal  environment  for  such  dis- 
abled persons,  many  of  those  who  are  less  severely  handicapped  have  been  moved 
into  smaller  facilities,  in  community  settings.    Some* profoundly  retarded  and/or 
multiply  handicapped  persons  have  also  been  moved  into  smaller  facilities. 

A  legislative  proposal  has  been  introduced  which  would  change  the  locus  of 
care  for  institutionalized  disabled  persons.    Some  professionals  and  parents, 
primarily  the  Association  for  Retarded  Citizens,  prepared  the  proposal  which  has 
been  introduced  as  S.  2053.    S.  2053  would  gradually  transfer  Federatyfunding 
out  of  large  Institutions  and  into  family-scale  living  arrangements  §o  that  dis- 
abled persons  currently  served  in  institutions  may  live  in  households  and  re- 
ceive services  in  a  more  normal  community  setting.    Under  the  bill,  Federal  funds 
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could  be  used  in  larger  facilities  only  if  the  period  of  institutionalization 
did  not  exceed  two  years •  \ 

S.  2053  1b  very  controversial.    Advocatea  of  the  proposal  feel  that  insti- 
tutions are  detrimental  tc  the  development  of  disabled  peraona  and  that  the  fund** 
ing  for  large  institutions  should  be  eliminated  so  that  theae  funds  can  be  uaed 
in  small,  neighborhood  facilities  where  training  and  more  normal  living  patterns 
can  help  disabled  persons  live -a  more  Independent  life.    Those  opposed  po  the 
biUc^alao-nrofesBionals  and  families  with  concern  for  theea  disabled  parsons, 
feel  that  some  disabled  peraona  need  long-term  institutional  .services,  that  sub- 
standard institutional  services  should  be  improved  rather  than  aboliahed,  and 
that  a  choice  of  institutional  and  communtiy  services  ahofeld  be  made  available 
to  meet  the  needs  of  diaabled  persons  and  the  wishes  of  their  families.  Advo- 
cates for  the  bill  claim  that  a  dual  system  of  institutional  and  communtiy  serv- 
ices would  be  prohibitively  expensive* 

This  paper  provides  data  on  the  number  of  institutionalized  mentally  re- 
tarded persons  and  their  disabilities.    (This  paper  addresses  Issues  of  the  men- 
tally retarded  and  persons  with  related  conditions,  not  the  mentally  ill.)  Fed- 
eral  fundir      ources  for&this  population  are  summarized,  existing  communlty- 
based  services  are  discussed,  and  cost  findings  of  the  various  service  settings 
:are  presented,    The  provisions  of  S.  2053  are  explained  and  *  discussion  of  the 
bill  sets  forth  the  major  positions  taken  by  thoae  aupporting  the  bill  and  by 
those  who  oppose  the  bill  or  would  like  to  see  it  amended* 
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I t  BACKGROUND 


Over  tha  peet  100 ' years  cany  larga  inatitutlona  vara  built  to  provide  care 

for  mentally  reterded  pereone.    Theee  institutions ,  which  frequently  eerved  aany 

hundred!  of  reeidents,  provided  24-hour  aelntenence  end,  In  eone  fecilitiea, 

therepeutic'  cere*    The  inetltutlone  generelly  were  built  in  rural  ereee  not  ed- 

jiacent  to  tovna  or  cities,  end  for  thle  reeeon,  normal  coaa unity  involvement  of  # 

the  institution  reeidente  wee  not  generelly  poeelble.    Prior  to  the  1950s,  euch 

v  . 
inetitutionel  eervlcee  were  vlrtuelly  the  only  evelleble  eource  of  eervicee  for 

pereone  with  aentel  reterdation,  erv^meny  feeilllee  were  encouraged  by  their  phy- 

eiciene  to  inetitutioneliae  isvsrely  hendlcepped  newborns  et  birth.    A  Generel  ^ 

Accounting  Office  (GAO)  report  cherectericee  inetitutionel  cere  ae  follows; 

Until  'the  1960s,  aenteUy  dleebled  pereone  who  could  not  efford  pri- 
vet* care  had  to  rely  prlaerlly  on  public  inetltutlone  .for. their  cere. 
Conditions  in  theee  institutions  generelly  were  hersh.    Trsetaent  pro- 
greme  were  Halted;  living  quartere  were  crowded;  few  recreetlonel  or 
social  activities  were  evelleble;  and  individual  privacy  wee  lecklng. 
In  generel ,  the  inatitutione  Served  ee  custodlel  settings,  often  with 
unpleasant  conditione,  end  many  people  regained  institutionalised  for 
years.  W 

In  the  1930 e  parents  of  reterded  children  begen  to  organise  end  to  encour- 
ege  the  development  of  Coaaunity-* eervicee  eo  thet  their  handlcepped  children 
could  receive  epeclellsed  developaentel  eervicee  while  living  et  home*  Theee 

psrents  elso  worked  to  bring  ebout  iaproveaente  in  inetltutlone*    Thle  perente' 

i 

/ 


1/    U.S.    General  Accounting  Office.    Suaaery  of  a  Report— Returning  the 
Mentally  Dleebled  to  the  tranunityi    Government  Neede  to  do  More;  Report  to  the 
Congress  by  the  Comptroller  Gerferal  of  the  United  States,  HRD-76-152A,'  Jen.  7j 
1977,  Ueehlngton.    p.  I. 
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group  is  known  as  the  Association  for  Retarded  Citizens.    The  movement  to  Im- 
prove community  services  and  Institutional  conditions  for  mentally  retarded  per- 
sons was  supported  by  President  Kennedy  who  appointed  a  panel  to  study  the  issue 
and  report  to  the  President.    The  panel  recommended  that  institutional  care  be 
rastricted  to  those  retarded  persons  whose  specific  needs  can  be  mat. bast  by 
this  type  of  service.    The  panel  further  recommenced  that  local  communities,  in 
cooperation  with  Federal  and  State  agencies,  undertake  the  development  of  commu- 
nity services  for  the  retarded.  V    Abuses  and  neglect  of  retarded  institution- 
alised persons  were  reported  in  the  press,  and  during  the  1960s  and  the  1970s 
efforts  were  made  nationwide  to  Improve  conditions  in  institutions,  expand  alter- 
natives to  institutionalization,  and  to  remove  residents  from  institutional  to 
community  settings.    This  became  known  as  the  deinstitutionalization  or  normali- 
sation movement. 

In  1975,  the  Develppmentally  Disabled  Assistance  and  Bill  of  Rights  Act 
(P.L.  94-103),  included  provisions  intended  to  improve  services  to  mentally  re- 
tarded end  other  disabled  persons  in  institutions.    This  law  required  that  States 
submit  a  plan  to  eliminate  inappropriate  placement  in  institutions  «nd  improve 
the  quality  of  institutional  care.    State  plans  ware  also  to  support  the  estab- 
lishment of  community  programs  as  alternatives  to  institutionalization. 

Also  in  1975  ,  the  Education  for' All  Handicapped  Children  Act,  P.L.  94-142, 
required  Stetes  to  provide  educational  and  supportive  services  in  the  least  re- 
strictive environment  for  all  handicapped  children.  3/ 


2/  The  President's  Panel  on  Mental  Retardation.  A  Proposed  Program  for 
National  Action  to  Combat  Mental  Retardation.  Report  to  the  President,  Oct. 
1962. 

3/  For  additional  background  information  see:  Paul,  James  L.,  Stedman, 
Donald  J.,  and  Neufeld,  C.  Ronald,  eds.  Deinstitutionalization:  Programs  a 
Policy  Development.    Syracuse,  University  Press.  1977. 
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II.    RESIDENTIAL  INSTITUTIONS  FOR  ME KT ALLY  RETARDED 
AND  OTHER  DEVELOPMENT  ALLY;  DISABLED  PERSONS 


A.     Background  Data 


A  1982  survey  Indicated  that  there  vre  243,669  reterded  peraona  aerved  In  ■ 
some  type  of  licenaed  care  facility t    public  or  private  institution* ,  nursing 

hones,  supervised  group  or  individual  living  arrangement ,  foater  care,  and  

boarding  homes*    (This  number  does  not  include  disabled  peraona  living  with 
thslr  families  or  living  in  non- licenaed  facilities.)    Table  1  shows  the  number 
of  peraona  served  by  size  of  facility  and  the  number  of  facilities  serving  seen 
age  cohort* 


TABLE  1*    Number  of  Persons  wjth  Mentel  Retsrdstlon  or  Relsted  Conditions 
Served  in  Stste  Licensed  Rosldentlel  Fsulllty  se  of  June  30,  1982 


Number  of  Beds 

Number  of  PereOne 

Number  of 

in  Fsclllty 

Served 

Fecllltlee 

1-6  s/ 

33,188 

10,469 

7-1 5~ 

.  30,515 

3,393 

16-63 

25,691 

1,098 

64-299 

45,709 

495 

300  plus 

108.566 

178 

TOTAL 

243,669 

yl5,633 

s/    Fscllltlee  of  six  beds  or  fever  sre  mostly  foster  cere  srrsngements. 

-  / 
Source t    Charles  Lakln,  Ph.D,  Center  for  Residential  and  Community  Services, 

University  of  Minnesota.    From  1982  Nstlonsl  Survey  of  Rmsldentlel  Fscllltleg  for 

Mentally  Reterded  People.    (Survey  supported  by  s  grent  from  the  Heelth  Csre  Fi- 

nsncing  Admlnlstrstlon. ) 
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Large  institutions  originally  built  to  provide  24-hour  cere  to  mehtslly 
retaided  persons  became,  in  many  places,  the  only  available  residential  fecility 
for  persons  with  severe  cerebrel  pslsy,  unconxolled  epilepsy,  autism  and  certein 
Other  severe,  chronic  or  multiply  handicapping  conditions*    Facilities  providing 
inetitutional  care  for  these  mentelly  retsrded  end  other  developmentelly  dia- 
ebled  (Hl/DD)  persons  currently  range  in  sice  from  16  to  2,000  beds,  although 
aost  institutionalised  MR/DD  persons  ere  in  Stste-edministered  public  fecilities 
of  over  300  beds.  4/ 

B.     Peine t 1 tut lonel last ion 

i  . 

Over  the  past  decede  there  has  been  a  nationwide  effort  to  move  the  less 
severely  disabled  persons  out  of  lerge  public  institutions  end  into  small 
community-abased  facilities.    As  e  result  of  this  effort,  the  population  of  pub- 
lic institutions  decreased  36  percent  between  1971  and  1S82.  5/ 

As  disabled  persons  were  transferred  from  institutions  to  community  set- 
tinge  over  the  past  decade,  those  remaining  in  public  institutions  tended  to  be 
the  most  severely  handicapped  per  ms.    In  1982,  57.2  percent  of  the  residents 
of  public  institutions  were  profoundly  retarded,  23*8  percent  ware  severely  re- 
tarded, 12.3  percent  were  moderately  retarded  and  6.1  percent  were  mildly,  re- 
tarded.   As  the  less  severely  handicapped  persons  were  transferred  to  the  commu- 
nity, the  percentsge  of  institutionalized  retarded  persons  with  mutiple  handi- 
caps has  increased:    12  percent  are . blind;;»6  percent  are  deaf;  41  percent  ha,ve 
epilepsy;  21  percent  have  cerebral  palsy;  and  36  percent  hsve  an  emotional 

4/    See  Appendix  A  for  a  discussion  of  terms  used  to  designate  client  popu- 
lation.   See  Appendix  B  for  a  State-by-State  table  of  HR/DD  persons  in  various 
types  of  residential  care. 

5/    See  Appendix  C. 
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hendlcsp.    In  1976,  34.4  percent  of  the  resident!  of  public  residential  facili- 
ties wsre  multiply  handicapped;  this  number  hsd  increased. to  43.1  percent  by 
1982.    The  percentage  of  thoae  with  an  emotional  handicap  nearly  tripled  during 
that  period  from  13*3  to  36.0  percent.    In  summary,  of  thoae  realdents  regaining  . 
in  public  Institutional  81  percent  are  aeverely  or  profoundly  retarded,  43  per- 
cent are  multiply  handicapped,  end  36  percent  have  an  emotional  handicap. 

The  adaptive  behavior  of  theae  institutionalized  residents  is  characterized 
ss  follows} 

o  29  percent  cannot  vslk  without  assistance; 
o  61  percent  cannot  dress  without  assistance; 
o  40  percent  cannot  eat  without  assistance; 
o  28  percent  cannot  underatand  the  spoke  word; 
o  55  percent  cannot  communicate  verbally;  and 
o  40  percent  are  not  toilet-trained. 

Although  total  inatltutlon  populations  have  decreaaed  21  percent  alnce  1976, 
there  was  a  15  percent  Increase  in  the  institutionslired  populstlon  age  22  or 
older.    Thia  Indicates  a  dccreasr  in  the  admissions  of  MR/DD  children  to  institu- 
tions.   Services  provided  under  the  Education  for  All  Handicapped  Children  Act, 
P.L.  94-142,  ere  generslly  considered  the  major  resson  for  the  decrease  in  the 
number  of  MR/DD  persons  under  age  22  who  have  been  Institutionalized  since  1976. 
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III.    FEDERAL  SUPPORT  FOR  INSTITUTIONALIZED  MR/DP  PERSONS 


Federal  fundi  to  help  lupport  services  for  institutionalised  KR/DO  persons 
are  authorized  under  the  Medlceld  program,  title  XIX  of  the  Sociel  Security  Act* 
The  MR/DD  population  nquiring  24-hour  cere  may  receive  such  lervicei  in  leverel 
types  of  federally*^ undid  Institutional  settings.    To  receive  Federel  fundi, 
theie  facilities  must' meet  certification  standards  established  under  the  Medicaid 
program.    There  are  three  types  of  Medicaid-certif led  facilitiei  in  which  MR/DD 
persons  are  provided  caret    intermediate  care  facilitiei  for  the  mentally  re- 
tarded (ICF/MR),  intermediate  care  facilitiei  (ICF)  end  skilled  nuriing  facili- 
tiei (SNF). 

1*    Most  institutionalized  MR/DD  parson*  receive  nrvicei  in  ICF i /MR, 
a  program  authorized  in  1971*    An  inititutlon  ii  eligible  for 
XCF/MR  paymenti  If  the  primary  purpoie  of  such  institution  ii  to 
provide  health  or  rehabilitative  .lervicei  for  mentally  retarded 
individuals  snd  if  the  Institution  meeti  Federal  standards.  In- 
stitutionalized perions  for  whom  piyment  ii  made  muit  receive  ac- 
tive treatment  under  the  program.    Ai  of  June  30,  1982,  138,736 
MR/DD  personi  were  Tesidents  of  e  Medicaid-certif led  ICF/MR.  6/ 
Theie  facilities  range  in  size  from  A  to  2,000  bedi,  but  the  "~ 
great  majority  of  theie  reeldenti,  over  90  percent,  are  in  facil- 
ities of  16  beds  or  more*    Facilities  with  under  200  beds  ere 
largely  administered  by  the  privets  sector,  and  those  over  200 
beds  ere  uiuelly  public  institutions.    Federsl  regulations  pro- 
viding stsnderds  for  ICFs/MR  ere  Intendsd  to  assure  e  safe  and 
therapeutic  envlronmsnt  and  include  provisions  for  adiquate  staf- 
fing, health  and  safety  requirement!  end  minimum  specif icetlons 
for  individual  space  and  privacy.  7J    An  Individual  plin  of  care 


6/    February  9,  1984,  telephone  conversation  with  Charles  Lakln,  Ph.D, 
Center  for  Residential  and  Community  Services,  University  of  Minnesota*  Data 
from  1982  National  Census  of  Residential  Facilities  for  Mentally  Reterded 
People. 

7/    42  CRF         subpart  G ,  promulgated  in  1974. 
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is  r.quired  for  each  reeident.    The  plan  nunc  include  eervicee 
necessary  to  enable  residents  to  ettain  or  msintsin  optimsl  phy- 
sical, intellectual,  socisl  andNocstional  functioning. 

2.  Some  MR/ DD  persons  ere  served  In  nursing  cars  homes  certifisd 
under  Medicsid  as  ICFs.    Thsss  fscilitiea  provids  health-releted 

0    csra  and  srs  not  required  to  provide  the  hebilitation  eervicee 
euthorired  in  the  ICF/MR  program.    The  Heelth  Cere  Financing  Ad- 
.^mlnistration  has  ieeued  e  statement  eeying  thet  the  ecceptence- of 
^  MR/DD  pereone  in\ICTe  end  SNFe  ie  generally  inappropriate,  but 
eervlce  needs  of  such  pereone  currently  in  euch  facilities  ere  to 
be  set.    Apprdximateay  30,000  MR  pereone  ere  currently  eerved  in 
ICFe;  a.cordingito  anXunoff iciel  estimate  of  the  Congreesional 
Budget  Office  (CBO),  8/ 

3.  SNFe  serve  eome  MR/DO  pereone  who  require  e  greeter  degree  of 
health  cere  then,  ie  provided  in  ICFs.    Approximately  13,500  MR 
persons  are  eerved  in  SNFe,  according-  to  the  CBO  memorandum. 

The  three  nervicaa  mentioned  above  ere  funded  through. open-ended  entitle- 
aents  for  sligible  pereone,    Thet  ie,  Statee  are  not  limited  in  the  amount  of 
Federal  funda  they  mey  receive  for  services  provided  to  eligible  individuale  as' 
long  as  they  met  e.tendarde  and  provide  the  required  oetching  funde.    The  ICFe 
end  JCFi/MR  t^y  ba  included  in  Mediceid  Stete  plene;  SNFe  ere  required  to  be  in- 
cluded for  eligible  pereone  over  age  21,    The  Federal  share  for  theee  eervicej 
rangee  fromt50.to  .83  percent  depending  on  the  Stete  per  capita  income.    The  ev- 
erage  Federal  ehara  for  theee  eervicee  ie  53  percent. 

Of  the  epproximetely  244,000  MR/DO -pereone  in  Stete-liceneed  reeidential 
.fecilitiee,  ebout  182,000  are  receiving  Medicaid-eupported  service..    The  re« 
melnder  ere  in  foeter  care,  group  homee  end  public  and  private  inetitutione 
which  ere  eupported  with  Stete  funde,  privet*  donetione,  feee  peid  by  families, 
end  income  meintenence  eupport  peid  .to  MR/DD  pereone. 


8/    Meoorsnduta  to  Chrietine  Ferguson  of  Senetor  Chefee'e  etaff  from  Diane 
Burneide  of  CBO,  Dec.  12,  1983.    The  memorendum  repreeente  a  ■"mmmsiry  of- the  cost 
analveie  of  S.  2053,  Community  and  Vemily  Living  Amendmente  of  1983,  which  was 
introduced  by  Senetor  Ch.fee  on  Nov.  4,  1983.    Th.  d.t.  in  thlj     -orendum  .« 
preliminary  et.ff  estim.te.  end  are  not  to  be  con.id.r.d  offici.l.CBO  e.tim.t... 
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IV.    OVERVIEW  OF  RECENT  REGULATORY,  JUDICIAL  AND  LEGISLATIVE  ACTIONS ■ 
TO  REDUCE  ABUSES  OF  INSTITUTIONALIZED  MR/DP  PERSONS 

Litigation  and  lagialatlon  haa  focuaad  public  attantlon  on  abuaaa  and  defi- 
denciea  in  lna^l tutlone .    Thara  la  ganaral  agrttatnt ,  however,  that  tha  ICF/HR 
ragulatlona  publlahed  in  1974  have  baan  inatrunental  in  algnlf icantly  improving 
conditi-ona  in  inetl tutlona.    According  to  aany  expert  e  In  tha  field,  thara  era 
aany  lnatl tutlona  which  provida  appropriate  aervicee  In  eafe,  humane  environ-  • 
aente.    Tha  following  dlacuaalon  la  not  intandad  to  iaply  that  abuaaa  axlat  In 
all  lnetltutlona • 

A.      ICF/MR  Standards 

The  promulgation  of  ICF/MR  ragulatlona  In  1974  waa  an  effort  to  catabllah 
and  antura  active  treatment  and  a  aafa  environment  in  lnatltutlona  for  HR/DD 
pereone.    However t  not  all  bada  In  all  lnatltutlone  have  qualified  for  ICF/MR 
certification,  and  thoee  progteae  which  hava  baan  certified  aay  not  alwaya  con- 
form to  all  provleione  of  the  ICF/Mt  etandarda.    Eighty-aeVen  percent  of  all 
public  lnatltutlona  with  16  or  aore  bede  era  ICF/MR  certified*  and  aoat  Stetee 
have  certified  all  lnatltut»on  bede.  %l   Moet  of  the  non-certified  bede* ara  in 
10  to  12  Stetee.    Bede  if*  lnetitutione  can  be  certified  even  if  they  do  not  Beet 
ell  ICF/MR  etandarda  if  there  le  e  plan  of  correction  to  bring  the  bede  up  to 


9/  Froe  Feb.  9,  1984,  telephone  convereation  with  Charlea  Lakin,  Ph.D. , 
CenteT  for  Reaidaritlel  and  Coaaunlty  Servlcee,  Unlvereity  of  Minneeote.  Data 
from  1962  National  Ceneus  of  Reeldentlel  Facilitiae. 
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standards.    The  certification  process  Is  not  supposed  to  allow  repeat  deficien- 


cies, but  Dost  of  the  reported  abuses  havs  generally  been  known  for  soma/tlos.  10/ 

/' 

States  have  the  responsibility  to  determine  whether  a. facility  is  eligible 
for.MHica'd  certification  and  is  meeting  ICF/MR  etandards.    If  facilities  are 
found  out  of  cottplisnce,  Medicaid  funds  can  be  disallowed  or  deferred  yntil  the 
facility  is  brought  into  compliance.    In  addition  to  funding  penalties \  legal 
action  can  be  initiated.  *  jj 


B.      Litigation  and  State  Actions  ,/ 

// 


Numerous  court  cases  have  revealed  the  physical  end  psychological  sbuses 
which  have  taken  plsce  and  continue  to  take  place  in  some  institutions  for  MR/OD 
persons.    There  are  currently  dozens  of  such  court  cases  underway.    For  exemple, 
in  Youngberg  v.  Romeo  [457  U.S.  307  (1982)]  the  Supreme  Court  fWund  that  insti- 
tutionalised mentally  retarded  persons  have  the  right  to  adequate  food,  clothes, 
shelter  and  medical  care,  the  right  to  pereonal  safety,  the  $ght  to  frssdom 
from  unnecessary  physical  restraint,  snd  the  right  to  training  necessary  to  fur- 
ther their  Interest  in.  safety  and  freedom  from  undue  restraint.  11/ 

Within  the  past  three  years,  approximately  20  institutions  have  been  sche- 
duled to  be  closed.  /' 


-r   / 

10/    Ibid.  /    .  / 


1972) 
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C.      Civil  Rights  Statute  • 

i 

In  I960,  the  Civil  Rlghti  of  Inatitutioneliaed  Peraona  Act,  P.L.  96-247, 
gave. the  Attorney  General  explicit  authority  to  initiate  §nd  intervene  In 
litigstion  Involving  ths  constitutional  righte  of  inatitutionaliiBd  peraonB# 
The  Attorney  General  ill  suthorlzsd  to  Intervene  If  he  believes  that  deprivstioo 
of  rlghti  It  pert  of  j  pattern  or  practice  of  denial,  If  the  ault  la  of  general 
public  inportence,  and  If  it  la  believed  that  Institutionalized  paraona  era 
being  subjected  <o  "egregious  or  flagrant"  conditions  which  deprive  such  paraona 
of  any  rights,  privileges  or  laaunltlea  under  the  Constitution  or  lewe  of  the 
United  States.    Since  the  snsctaent  of  this  etetuta,  tha  Attorney  Censrsl  has 
undertsksn  41  Investlgstlons  of  institutions,  18  of  which  Involved  aentel  heslth 
or  aentsl  rsttrdstlon  facilities.  ,12/ 

f 

t 


12/  Prom  testimony  Of  Willisa  Brsdford  Rsynolds,  Civil  Rights  Division, 
Depsrtment  of  Justice  befors  the  Sensts  Subcommittee  on  the  Hsndicspped,  Nov, 
17  ,  1983. 
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V,      COMMUNITY-EASED  SERVICES  UNDER  THE  MEDICAID  WAIVER 


In  an  effort  Co  lncreess  hose  end  commmnlty^beeed  eervlcee  Co  lnetltutlon- 
elized  eged  tnd  dleablad  pereone,  title  XIX  vee  emended  in  1981  to*  allow  the  uee 
of  Medicaid  fundi  for  host  and  coamunlty- baaed  eervlcee*  13/    T-ha  follovlng 
groupa  may  ba  served  undar  tha  valvar  progremt    tba  aged,  the  phyaicaUy  dia- 
ebled,  the  men  telly  reterded,  and  tba  mentally  111.    Sactlon  1915(c)  of  the  So- 
cial Security  Act  provldaa  that  Fadaral  funde  say  ba  uaad  to  aupport  borne  or 
community- baaed  aervlcee  (other  than  room  and  board)  for  pereone  who,  but  for 
tba  provlalon  of  each  eervlcee,  would  require  tbe  level  of  cere  provided, in 
Mediceid-eupported  lnstitutlone* 

Stetee  suet  eet  forth  a  number  of  aeeurencee  to  quellfy  for  the  velvert 

o  Sefeguarde  ere  required  to  protect  the  heelth  end  eefety  of  pereone 
provided  eervlcee  end  to  eeeure  flecel  eccounteblllty  for  the  funde 
•  expended* 

o  Persons  entitled  to  lnstltutlonel  eervlcee  are  to  be  eveluated  to 
.   determine  the  need  for  euch  eervlcee* 

o  Pereone  determined  to  be  likely  to  require  lnetitutlonellcetlon  ere 
to  be  informed  of  the  alternative  available  under  the  valvar  pro- 
gram* 

o  The  avarege  per  capita  Medicaid  expenditure  for  eervlcee  under  the 
.  welvar  le  not  to  exceed  the  everege  per  capita  Medicaid  expendi- 
ture thet  the  Stete  would  heve  made  if  tha  valver  had  not  been 
granted,  I.e.,  the  coet  of  community  eervlcee  la  not  to  exceed  the 
coet  of  institutional  eervlcee*  . 


'    U/    Title  XIX  wee  amended  by  P.L.  97-35  (Section  2176)*    Thie  provision  / 
ellowa  the  Secretary  of  HHS  to  weiver  eertein  requirenente  only  eveileble  in 
ineti tut lone  euch  es  the  eveilebllity  of  emergency  cere  on  the  premieee. 
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o  The  State*  are  to  provide  annual  report*  on  the  lapact  of  the  waiver 
program  to  Include  data  on  the  type  and  amount  of  aaalatance  pro- 
vided and  the  With  and  welfare  of  the  reclpiente. 

A*  of  July  1983,  28  walvera  hava  been  granted. for  program!  eervlng  mr/dd 
individuals.    It  la  eatlaated  that  15,600  MR/DD  pereone  received  community  aerv- 
icea  under  the  waiver  provialon  in  FY  1983  at*  a  total  coat  of  $145  million,  14/ 

Regulation!  implementing  the  waiver  provialon  include  a  coat  formula  which 
requlria  that  a  State1  P  par  capita  Medicaid  expenditure*  not  increeae  with  the 

waiver.  15/    An  official  of  the  Health  Care  Financing  Adminiatration  (HCFA) 

~  '  J 

atartd  that  in  conalderlng  Medicaid  waiver  requeata,  HCFA  U  conaidering  both 

par  capita  coata  and  total  ICF/MR  coata.    To  meet  theae  requirementa  a  State 
must  have  fewer  recipient  daya  in  lnatltutiona  under  the  waiver  than  it  would 
,<oth*rvia«  have  had.    Statea  may  do  thla  either  by  ttanaf erring*  peraona  out  of 
lnatltutiona  into  home  or  community  aettinga  or  by  placing  In  Hedicaid-aupported 
community  facllitlea  thoae  preparing  to  enter  lnatltutiona, 

Servlcea  authorized  under  the  waiver  provialon  include  ceae  management  aerv- 
lcea, hooemeker/home  health  aide  aervlcea  and  peraonal  care  aervlcea,  adult  day 
health,  habilltatlon  aervlcea,  reaplte  care  and  other  aervlcea  aa  approved  by 
the  Secretary. 

A  State  may  be  granted  a  waiver  for  three  yeara  initially  and  the  waiver 
may  be  extended  for  an  additional  three  yeare  unleaa  noncompliance  with  the  pro- 

vlalona  of  the  waiver  la  determined  during  the  laltlal  three  yeare. 

» 


14/  Information  In  thla  paragraph  waa  provided  by  an  official  of  the  Health 
Cart  Financing  Administration. 

15/    46  Fed.  Reg!  48535.  vOct.  1,  1981. 
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VI.    COMMUNITY  LIVING  ARRANGEMENTS  FOR  MR /DP  PERSONS^ 

\Ai  Ml/DD  pertoDi  are  tnmfirnd  out  of  inetltutlone  snd  into  community 
living  ficllitl«i,  meny  men  pereone  ere  pieced  In  foeter  cere  errengemcnts  or 
x  in  group  honn  In  rssldentlel  neighborhood! • 
\       A  1982  study  showed  there  wire  63,703  NR/DD  persons  living  in  13,862  cdnu* 

\      ni\y  fecllltlee  of  15  bedi  or  fewer.  16/    Thie  repreeente  e  35  percent  increeee 

v  \  ' 

In  the' number  of  euch  pereone  living  in  community  fecllltlee  elnce  1977*  Fecll- 
ltlee Serving  tlx  or  fever  pereone  were  primarily  foeter  cere  errengenents .    Fa-  'I  .. 
cllitlee  of  15  beds  or  fewer  were  predominantly  prlvetely  operef.ed. 

The  GAO  recently  coapleted  e  report  which  preeente  information  on  the  Is- 
eues  encountered  end  the  funding  eourcee  ueed  in  the  eetebllehment  and  operation 
of  group  homee  for  mentelly  dlasbled  pereone  In  eeven  Stetee.  H/    The  GAO  re- 
port enelvzee  group  homee  for  both  the  pentelly  reterded  end  the  mentelly  ill, 
but  the  lnf onset  Ion  summarized  below  reletes  exclueively  to  the  mentelly  re- 
terded where  eu^n  distinction  Is  possible*  •■  \ 

\ 

Group  homes  sre  defined  in  the  GAO  report  ee  nommunity-baeed  living  feclll-  ' 
tlee  offering  e  femily  or  home-like  environment  end  eupervlelon  or  training  for 
4  to  16  live-in  dleebled  pereons.    The  GAO  found  chet  s  typlcsl  group  home  i 


16/    From  Feb.  9,  1984,  phone  convereetlon  with  Charles  Lskln,  .'Ph.D.,  Center 
for  Residential  and  Community  Servlcee,  University  of  Minnesota,    lists  ' from  the 
1962  National  Census  of  Residential  Fecllltlee  for  Mentelly  Reterded  People. 

»i 

17/    Report  by  the  U.S.  Ge.nerel  Accounting  Office,  An  Analysis  of  Zoning 
and  Other  Problems  Affecting  the  Eetabllehment  of  Group  Homes  for  the  Mentelly 
Dleebled.    Aug.  17,  1983,  GA0/HRD-83-14 . 
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accommodated  six  clients  and  was  staffed  by  two  persons.    Group  hones  were  gener- 
ally found  to  be  detachH  homes  in  reaidentisl  neighborhoods  with  easy  access  to 
public  t  reimportation  and  community  services*    Some  hones  were  In  multi-family 
buildings  or  apartment*.    Local  zoning  ordinances  often  require  specific  permis- 
sion before  a  group  horns  for  disablsd  persons  may  be  established  In  s  residential 

neighborhood*    Group  home  sponsors  usually  have  to  assure  that  s  facility  will 

< 

meet  life-safety  codes  or  the  homes  have  to  be  licensed  by  local  or  State  agen- 
cies.   The  GAO  found  that  zoning  and  , other  land-use  policies  generally  were  not 
major  hlnderances  in  the -establishment  of  group  homes*    According  to  the  GAO, 
those  sponsors  who  did  encounter  difficulty  in  meeting  zoning  and  other  land-use 
requirements  faced  burdensome  or  questionable  requirements,  waited  longer  and/or 
Incurred  extra  cqsts  before  Opening  the  group  home*    Zoning  funded  to  hinder 
those -.sponsors  st tempting  to  open  group  homes  in  central  city  areas  as  opposed 
to  other  areas*    The  GAO  found  thsf  18  percent  of  the  sponsors  reported  having 
great  difficulty  related  to  zoning,  licensing,  pe^rmlt,  or  life-safety  code  re- 
quirements.    (Life-safety  codes  caused  the  grestest  difficulty.)    About  15  per- 
cent of  the  sponsors  closed,  changed  locations,  or  were  unable  to  open  a  facil- 
ity previously  because  of  these  requirements* 

Funding  was  cited  in  the  GAO  survey  as  a  greater  problem  than  zoning  or 
other  land-use  requirements  in  establishing  and  operating  group  homes.  Thirty- 
eight  peVcent  of  the  group  home  sponsors  reported  experiencing  a  high  degree  of 
difficulty  in  obtaining  funds  to  establish  or  operate  their  group  home.  Stsrt- 
up  costs,  operational  costs  and  lack  of  Federal  funding  were  cjted  as  the  major 
funding  problems.  The  GAO  found  that  funding  and  sponsors  for  group  homes  for 
the  mentally  retarded  wct^i  as  follows! 
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Sponaora: 

v 

o  65  percent  had  private  non-profit  aponaora. 
o  8  percent  of  tt.a  homea  ware  proprietorehipa. 
o  Moat  other  group  homea  vara  aponaored  by  tha  public  aector. 
Start-up  Funda: 

o  39  percent  of  the  homea  received  private  funda. 

o  55  percent  of  tha  homea  received  State  funda, 

o  25  Percent  of  the  homea  received  locel  funda, 

o  13  percent  of  the  homea  received  federal  fundi,  other  than  HUD 
Section  202  loana.    Two  percent  uaed  HUD  Section  202  funda, 

o  Charitiea  and  community  fund  drivaa  alao  provided  atart-up  funda. 
Operating  Funda i 

o  78  percent  of  the  homea  uaed  clienta1  Supplemental  Security  Income 
(SSI)  funda. 

o  65  percent  of  the  homea  received  State  funda.  ., 

o  13  percent  of  the  homea  received  ICF/MR  funda, 

o  Other  operating  funda  included  peraonal  income,  titie  XX  (aocial 
aervicea),  local  government  funda,  private  funda,  community  fund 
drivea  and  donationa  from  charitable  organitationa. 

According  to  the  CAO,  26  percent  of  the  group  home  aponaora  experienced 

great  difficulty  locating  puitabla  aitea  or  facilitiea,    theae  ptoblema  included 

finding  accommodationa  with  adequate  bed  and  bath  facilitiea,  favorable  landlord 

attitude,  toward"  leaaing,  a  aafe  neighborhood,  and  proximity  to  public  tranapor- 

tation  and  medical  and  aocial  eervicea.    The  CAO  found  that  15  percent  of  the 

group  home  aponaora  reported  conaiderable  difficulty  in  developing  poaitive  com-^ 

munity  reletiona,  13  percent  had  great  difficulty  obtaining  community  aupport 

and  12  percent  had  great  difficulty. educating  the  community. 

Although  moat  exit ting  group  homea  received  no  community  complainta,  about 

37  percent  were  the  aubject  of  complainta  which  mainly  cantered  on  perceived  dan- 

garoua  or  unuaual  behavior  of  tha  clienta,  according  to  the  CAO  report. 
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vii.  cost  summary f  funds  used  for  residential 
services'fqr  the  mr/dd  population 

A.«       Distribution  of  Public  Fundi 

* 

A  report  by  the  Office  of  the  Inspector  Canerel  of  Heelth  end  Human  Serv~ 
leca  estlmsted  that  for  FY  1981,  public  spending  for  both  realdantlal  and  aup- 
port  aervlcea  for  the  mentally  retarded  population  Wat  $11,7  "billion.  18/    The  . 
Federal  portion  wss  estimated  to  be  $3.4  billion  end  the  Stete  portion  was  esti- 
mated to  be  $6 r 3  billion.    Approximately  half  ($5.9  billion)  of  the  public  funds 
were  spent  on  residential  cerei    $3.7  billion  for  cere  Institutions;  $0.7  bll- 
Ucm  for  community  residential  facilities;  end  about  $1.1  billion  for  care  In 
other  long-term  facilities  euch  aa  nuralng  homes  and  mental  heelth  institutions. 
This  report  es timet es  that  at  leaat  $4.5  billion  vat  apent  on  community- baaed 
support  services  which  rsnged  from  medlcel  cere  to  speclsl  educstlon.    It  wss 
sstlmsted  thet  sbout  $1.3  billion  In  supplemental  aecurlty  Income  (SSI)  and  so- 
cial aecurlty  dlaablllty  Insurance  (SSDI)  paymenta  were  made  *o  Individuals  liv- 
ing in  the  community;  thia  $1.3  billion  lncludea  granta  from  States  to  countlea 
which  help  pey  for  reaidentlal  care  and  aervlcea.    Theae  data  are  suansrlxed 
belowt 

/ 


.18/    Placement  Care  of  the  Mentally  Retarded t    A  Service  Delivery  Assess- 
ment, National  Report  to  the  Secretary,  Office  of  the  Inspector  Gensrel,  Depart- 
ment of  Health  end  Human  Services,  Oct.  1981 ,  p.  11. 
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TABLE  2.    Public  Fundi  |o|f  Mentally  Retarded  Persons*    FY  1981  / 
i  (in  blUioni)  y 


Fund  Allocations 


TOTAL  FUNDING 


Amount  Allo/ated 


$11.7 


Source  of  fundi 

1.  Federal  I  /3-*> 

2.  State   !  •   •  /  (6.3) 

■      [  -  /  1 

Expenditure!  !  / 

1.  Reaidential  care  i  ►  /   $5.9 

o  Institution*   i  (3.7) 

o  Community  facilities  .  1  /•   (0.7) 

o  Other  long-term  care  .;  *   (1.1) 

o  Miscellaneous  ..;..../  •   (0.4) 

2.  Community-baaed  support  eervicet  .4   $4.5 

3.  SSI/SSDl  and  State-'' grant ■  to  counties  ...../   $1.3 

 7  *  

During  FY  1982,/state  and  Federal  payments  for  ICFa/MR  totaled  $3.6  billion; 

i 

the  Federal  share' was  $1.98  billion.    For  FY  1983,  ICF/KR  payaente  are  estimated 
to  total  $3.9  billion  with  a  Federal  iharc  of  $2.2  billion.    Approximately '80 
porcent  of  ICF/hr  funds  are  uaed  in  public  facilities  and  20  percent  are  uaed  in 
private  facilities.  197 


B.     Per  Plea  Costa  by  Type  of  Facility 

The  cost  of  maintaining  a  HR/DD  peraon  varies  according  to  the  type  of  fa- 
cility in  which  such  person  reaidee.    The  moat  expenaive  facility  la  the  Medi- 
caid-certified  ICF/MR  which  la  required  to  provide  comprehensive  services  for 
very  severely  impaired  MR/DD  persons.    The  coat  of  a  non-ICF/llR  group  home  ia 


19/  Data  and  eatimates  provided  by  an  official  of  the  Health  Care  Financ- 
ing Administration.    See  Appendix  D  for  ICP/MK  funding  alnce  1973. 
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apparently  the  lnast  expensive.    Community  facilities  were  assumed  to  include 
support  services*    the  results  of  the  CBO  cost  estiaate  and  the  HHS  Inspector 
General  assessment  are  shown  below.    The  CBO  estimate  projects  cost  for  FY  1984 
and  the  Inspector  General  vapor t  is  based  on  FY  1981  data.    The  facilities  in 
these  two  etudies  are  not  strictly  comparable t 


TABLE  3*    CBO  and  Inspector  General  Per  Diem  Estimates  for  Pereons 
with  Mental  Retardation 


CBO  Par  Diem  Estimates 
(FY  1984) 

Inspector  General  Per  Diem 
Estimates 
(FY  1981) 

ICF/MR  (with  16  beds  or  more) 

$104 

ICF/MR  (institution)       .  $80 

Community- based  arrangement i 
(includes  ICFs/MR  of  15  beds 
or  fever  and  other  community 
living  arrangements) 

78 

ICF/MR  (comnunlty)  65 
Non'-ICF/MR  group  home  a/  50 

SNF 

60 

ICF 

5? 

a/    Such  group  homes  are  financed  with  client  SSI/SSDI  payments,  State 
funds,  section  202  loans  and  section  8  rent  supplements  from  the  Deparcment  of 
Housing  and  Urban  Development,  food  stamps,  parent/rer ident  fees,  and  voluntary 
sector  contributions,  according  to  the  report  of  the  Inspector  General* 

The  ICF/MR  regulations  require  a  more  intensive  level  of  care  and  habilita- 

tlon  and  training  than  is  found  in  nOn-ICF/MR  facilities.    The  Inspector  General 

i 

assessment  found  that  . the  level  of  care  required  in  an  ICF/MR  is  inappropriate 
for  certain  Institutionalised  persons:    those  who~"cl|uld  benefit  from  a  morn  in- 
dependent residential  setting,  those  older  persons  who  wish  to  "retire"  fvom  ac- 
tive treatment  programs,  anti  W>se  so  severely  impaired  that  they  primarily  rer 
quir-e-eervices  to  prevent  regression  and  health  problems. 


*1f  /*ti 

4  I 
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•  Employees  of  State  Institution!  tend  to  be  unionized  end  to  receive  acre 
employee  benefits  than  do  persons  operating  community  fecllltles.    A  recent  coet 
study  In  one  State  fcund  that  Institution  etcff  ere  peld  aore  and  recelva  nore 
fringe  benefits  theu  do  steff  in  community  progreas,  end  thet  theee  differences 
eccount  for  auch  of  the  per  diea  differentiel.  20/   According  to"  this  Pennsyl- 
vania study,  tha  averege  eelery  of  en  institution  worker  ves  $14,161  In  FY  19B2 
compered  to  $9,304  eerned  by  coaaunlty  resldcntlel  progrea  workers.  Institution 
fringe  benefits  eaounted  to  36.4  percent  of  base  sclery  wherees  fringe  benefits 
In  community  fecllltles  were  21  percent  of  sslsriet.    The  specialization  Of  labor  . 
in  institutions  and  the  medlcel  focus  of  institution  steff  ere  major  fectors  con- 
tributing to  lncreesed  steff  costs  In  institutions* 


20/    Lohgitudinel  Study  of  the  Court-Ordered  Deinstltutlonelisetlon  of 
Pennhurst  Residents:    Coaperetive  Analyeis  of  the  Costs  of  Residentiel  end  Dey 
Services  within  Inltltutionel  end  Coaaunlty  Settings,  Dec,  15,  1983,  Huaan  Serv- 
ices Reseerch  Institute,  Boston,  Mess.,  p.  57. 
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VIII.    SUMMARY  OF  S.  2033 1    CO^MITKXTV  AND  FAMILY  LIVINC 
AMENDMENTS  OF  1983— OVERVIEW 

On  Noviaber  4,  1983,  Senetor  Chefee  introduced  S.  2053,  the  Community  and 
Family  Living  Aamdaenti  Act  of  1983..  Thi  bill  would  ihlft  Federal  Medicaid 
funding  for  levtrnly  dlublid  pereow  froa  institutional  cart  to  coaaunity-baei<J 
cara  in  residentlel  households  and  amall  facllltln.    Thi  purpoai  of  thli  pro- 
posal li  tov  provide  a  strong  incentivs  to  Stataa  to  aove  eaverely  dlaablad  Indi- 
viduals froa  large  cuatodlal  institutione  Ineo  eaall  coamunity-bassd  facllltict 
and  to  authorize  eervices  needed  to  aeintein  luch  pereone  in  then  email  facili- 
ties.   The  lnetltutlom  effected  by  thic  biM  would  be  IGTe/HR,  other  ICFe,  end 
SNFe.    The  bill  would  Halt  eligible  community  fecilitiei  Co  faaily-ecele  house- 
holde  (with  certeln  sxceptlons).    Under  the  bill,  en  institution  would  be  allowed 
10  years  to  riduce  to  ziro  the  nunbir  of  residents  for  whoa  ICF/MR  relaburetaent 
would  be  clalaed.    Certain  email  inititutioni  (with  16  to  75  bide)  would  havt 
15  yeare.    Facilities  iirvlng  15  perioai  or  fiwer  et  the  tiae  of  enectacnt  would 
not  be  required  to  reduce  thi  reeident  population.    A  Statt  plan  would  be  re- 
quired which  would  eet  forth  the  number  of  pireom  for  whoa  the  State  would  no 
longer  clela  ICF/M*  peyment  for  institutional  eervicee.    After  thi  tremition 
period,  Medicaid  funde  could  only  bi  ueed  for  institutional  cere  if  the  cert 
wire  not  available  in  the  /:oenunity  end  if  the  period  of  instltutlonalisetion 
did  not  exciei  2  yean. 

.S.  2053  would  not  require  the  trensfsr  of  KR/flO  persons  out  of  institutions, 
but  efter  the  transition  period,  Stetei  could  not  continue  to  clala  ICF/MR  pay- 
aente  'for  such  persons  as  ii  currently  euthotlced.    Fedtrel  funding  would  bs 
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available  for  eligible  community  and  family  support  services.    States  could  opt" 
to  leave  M3/DD  persons  in  institutions  at  Stste  expense,  but  Federal  Medicaid 
reimbursements  for  sue;*,  persons  would  ba  reduced  to  sero  over  the -10-  or  15-year 
transition  period,  except  for  ieaporar^r  lnstitutiouslirstion. 

The  bill  is  designed  to  alter  funding  and  service  patterns  to  severely  dis- 
abled persons  with  substsntial  functional  limitations  whose  disabilities  were 
manifested  before'age  50.    Disabilities  due  to  advancing  age  are  not  included 
unless  such  conditions,  began  before  sge  50.    The  bill  would  not  include  persons 
between  the  ages  of  21  and  65  who  suffer  primarily  from  a  mental  disease.  Hen* 
tal  disease  Is  not  defined,  but  the  tern  may  be  assumed  to  include  psychiatric 
disorders  as  opposed  to  mental  retardation  or  physical  impairments.    The  bill 
would  require  the  identification  of  all  institutionalized  severely  disabled  per-* 
sons  and  a  community  service. plen  would  be  required  to  be  developed  for  esch  such 
person. 

States  would  be  required  to  enter  into  sn  implementetion  sgreement  with  the 
Secretary  of  HHS  which  would  assure  a  timely  reductidn  of  the  institutionalized 
population  claimed  . for  ICF /MR,  payment  and  the  development  of  services  in  commu- 
nity-based facilities.    The  agreement  would  assure  the  provision  of  services  to1 
further  individual  functioning  and  independence.    Room  and  board  would  also  be. 
provided.    If  the  provisions  of.  the* implementation  agreement  were  not  followed, 
States  would  be  penelized  by  a  reduction  of  Federal  Medicaid  funding.    The  bill 
would  provide  incentive  Federal  funding  for  services  to  persons  trsnsferred  from 
institutions  and  living  in  community  facilities  for  up  to  five  years  to  encour- 
age such  trsnsfers. 

In  Introducing  S.  2053,  Senator  Chafee  stated*. 

Under  this  Act,  services  to  the  disabled  would  be  more  individual- 
ized, providing  for  the  special  needs  of  each  person.  Those  individ- 
uals needing  24-hour  care,  including  medical  attention  would  be  pro- 
vided this  care  in  facilities  within  communities.    Those  needing 
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fewer  services,  whether  living  at  hone,  in  foster  care,  In  a  group 
home,  or  in  an  apartment  would  alao  be  provided  with  appropriate  med- 
ical attention  •  •  •  • 

There  will  be  thoae  lhacwill  oppoae  thia  Idea  (the  overall  approach], 
at  leaat  at  the  outsat.    And  I  believe  it  la  important  for  a  very 
complete  discussion  to  tskc  place  between  thoee  who  support  snd  op- 
poee  this  concept  of  care* 

It  ia  my  hope  that  after  debate,  reaearch,  and  dlacuasion,  my  col- 
league will  support  thia  bill.    I  hope  that'proceee  will  improve  it. 
But  I  am  convinced  that  the  need  for  an  examination  of  the  care  pro- 
vided to  the  severely  dlssbled  Is  desperstely  needed,  snd  I  strongly 
believe  thst  this  bill  is  an  spproprlste  stsrtlng  place.  21/ 


2W  From  statement  by  Senator  Chafee',  Congreaalonal  Record,  Nov,  4,  1983, 
p.  S15485. 
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IX.    DETAILED  DESCRIPTION  OF  S.  2053  \ 

1  \  • 

A.      Reduction  of  Institutionalized  Population.  \ 

S.  2053,  with  certain  exception*,  would  require  that  Medicaid  funding  only 
be  available  to,  severely  dlaabled  Individual!  who  reside  Irv  a  "community  or  f air- 
ily living  facility*4  (CFLF) •    A  CPLF  would  be  limited  in,sizV  to  three  tlmee  the 
number  of  individuals  in  an  average  family  household,  or'  approximately  nine  beds 
This  restriction  would  not  apply  to  facilities  with  15  or  fewer  rods  on  the  date 
of  enactment  if  such  facilities  did  not  exceed  15  beds  prior  to  enactment .  Fa- 
cilities or  Institutions  with  more  than  15  beds  could  continue  to  receive  Medi- 
caid funding  if  they  were  in  compliance  with  a  written  plan  setting  forth  the 
manner  in  which  the  institution  would  reduce  its  population  claimed  for  ICF/KR 
payment  to  zero  within  10  years.    Institutions  with  more  than  15  a.nd  fewer  than 
75  beds  would  have  15  year*  to  reduce  such  population  to  zero  if  the  institution 
were  built  within  5  years  prior  to  the  effective  date  of  the  proposed  Act.  To 
remain  eligible  for  Medicaid  funding  during  this  10-  or  15-year  period,  inititu- 
lons  would  be  required  to  submit_  a  report  to  the  State  every  six  months  showing 
the  number  and  identity  of  severely  disabled  individuals  who  had  been  transfer- 
red from  ICF/MR  payment  status  and  the  services  planned  for  such  persons. 

In  addition  to  the  requirement  that  CFLFs  not  exceed  three  times  the  aver- 
age family  household  aize,  CFLFs  would  assure  provision  of  needed  eervlces  and 
would  be  located  In.  a  residential  neighborhood  that  could  enable  disabled  indi- 
vlduals'to  participate  in  prevailing  living,  working  end  service  patterns..  A 
CFLF  other  than  a  natural,  adoptive  or  foster  home,  would  be  required  to  meet 

i  , 
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ssfsty  snd  ssnitstlon  stsndsrds  eetebllehed  und«r  regulatione  by  the  Secretary 
In  edditlon  to-  thoee  eppliceble  under  State  lav.    Stiff  of  CFLFe  would  be  re- 
quired to  be  trained  or  retr*in*d  in  eccordance  with  the,  Stete  implementetion 
egreement. 

B.      Eligible  Use  of  Institutions 

After  the  treneitlon  period,  the  bill  would  provide  thet  Medicaid  funde 
could  be  ueed  for  inetltutionelized  pereone  only  Jf  the  lnetitution  provided 
medicel  eeeietence  thet  wee  neceeeery  to  the  therepeutlc  objectives  of  the  indi- 
vidual which  wss  not  svslleble  at  a  CFLP  in  the  Sftete,  end  only  if  the  individ- 
ual did  not  epend  more  than  two  yeere  in  the  institution. 

9 

C     Eligible  Pereone 

The  term  "severely  dleebled  individual**  would  seen  an  individual  with  a 
dieebility  thet  le  ettributeble  to  e  developmental  and/or  phyeicel  impeirment, 
is  manifested  before  ege  50,  is  likely  to  continue  indef initelyi  reeulte  in  sub- 
stantlsl  functlonsl  limltstloni  in  thrse  or  more  major  life  ectivitiee Jeelf- 
care,  receptiVe  and  expreeelve  language,  leerning,  mobility,  eelf  direction, 
cspscity  for  independent  living,  economic  eelf-euf f iciency)  and  reflecte  a  need 
for  eervlcee  of  en  extended  duretion.    Thie  tern  would  not  include  pereone  be- 
tween the  sg«fi  of  21  snd  65  who  suffer  primarily  from  a  mental  disease. 

A  State  would  be  allowed  to  use  Medicaid  funding  for  eervlcee  to  e  eeverely 
dleebled  individual  under  ege  16  (whoee  family  wee  not  eligible  for  Mediceid)  if 
euch  pereon  or  hie  femily  epent  et  leeet  5  percent  of  edjueted  groee  Income  for 
the  provision  of  csrs  snd  ssrvlcss  to  such  psrson. 


5/ 
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D«      Identlf lcatlon  of  Disabled  Persons  In  Institutions 

A  community  services  plan  would  be  requited  for  every  disabled  Individual 

•» 

residing  In  an  Institution  that  provides  care  supported  by  Medicaid  funds.  The 

I 

plan  would  specify. the  types  of  assistance  such  person  would  require  when  trans- 
ferred to  a  CFLF  and  would  be  formulated  by  sn  Interdisciplinary  tesm  including 
community  professionals ,  and  as  appropriate)  the  client,  family  or  guardian. 

E.  Eligible  Services  in  Community  Facilities 

Eligible  services  to  be  delivered  in  CFLFs  Include  eligible  csre  provided 
in  institutions  prior  to  enactment,,  hone  or  community  based  services,  Independ- 
ent living  services,  specialized  vocational  services,  room  and  board  and  admin- 
istrative strvdCiii  i 

F.  Accreditation  of  Community  Facilities 

Except  for  natural  or  adoptive  homes,  CFLFs  are  to  be  accredited  by  the  Ac- 
creditation Council  for  Services  for  Mentally  Retarded  and  Other  Developmentally 
Disabled  Persons  or  other  national  accrediting  body,  or  licensed  by  an  appropri- 
ate State  agency. 

G.  Implementation  Agreement 

States  would  be  required  to  enter  an  implementation  agreement  with  the  Sec- 
retary to  ensure  the  following: 

o  The  proposed  Act  Is  to  be  implemented  within  specified  time  limits. 

o  Services  are  to  be  continued  for  severely  disabled  persons  who  re- 
side in  institutions  which  lose  Federsl  Medicaid  support.  (ICF/MR 
standards  would  continue  to  be  enforce  in  auch  institutions.) 
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o  Disabled  individuals  • 
close  to  the  natursl, 
as  Is  consistent  with 
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o  CFLFs  are  not  to  be  urduly  concentrated  In  sny  residentisl  area. 


to  reside  in  a -efLF  tbst  Is  located  as 
adoptive  or  foster  hone  of  such  individual- 
the  but  interests  of  such  Individual. 


o  Periodic,  independent  review  cf  the  quality  of  services  in  CFLFs  Is 
to  be  provided. 

o  Case  management  services  are  to  be  provided  which  include  a  written 
.     plan  of  aasistsnce  for  esch  dissbled  person,  review  of  the  plsn  to 
determine  the  appropriateneaa  of  aervice  and  accaae  to  other  soclsl, 
medical  or  educstionsl  servicss, 

o  Fair  and  equitable  arrangements  sre  to  be  made  to  protect  the  inter- 
ests of  employees  sffected  by  the  trsnsfer  of  dissblsd  individusls 
to  CFLFs . 

o  A  communlty^ervlce  plan  is  to  be  developed  for  esch  dissbled  per- 
son residing  in  sn  institution.    The  plsn  is  to  be  developed  by  sn 
interdisciplinary  team  including  profeaaionala  who  deliver  services 
in  the  local  area  and  are  knowledgeable  about  the  person* a  disabil- 

lty' 

o  The  perent  or  guardian  of  a  dissbled  person  is  to  be  notified  at 
least  60  days  before  auch'person  is  to  be  trsnsferred  to  s  CFLF. 
Provision  are  to  be  msde  for  sppesl  of  the  types  of  services  plan- 
ned.   The  impending  trsnsfer  could  be  sppesled  on  evidence  that 
the  community  services  plsnned  sre  not  svsilsble  in  the  neighbor- 
hood where  the  plscement  Is  to  occur. 

o  CFLFs  are  to  be  sccredited  by  sn  sppropriste  sccrediting  body  or  be 
licensed  by  the  State.  . 

The  State  plan  making  the  assursnces  listed  above  is  to  include  a  copy  of 
each  written  plan  auboitted  by  an  institution  to  such  State* 


H,      Funding  Penalties  for  Noncompliance 

Medicsid  payments  to  Ststes  for  adminlstrstive  services  would  be  reduced 
5  percent  in 'any  quarter  if  during  the  prior  quarter  the  Secretary  found  a  State 
to  be  out  of  compliance  with  the  proposed  Act  or  with  the  ICF/MR  requirements 
applicable  to  institutions.    The  Stste  plsn  would  be  required  to  provide  for 
periodic  Independent  reviews  of  services  to  ensure  thst  community  fscilitiss  snd 
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,  institution!  acit  applicable  atandards.    Tha  indapandant  revievar  would  ba  re- 
quired to  submit  ■  report  to  the  Secretary  et  laaat  every  eix  aontha. 

I  •     Funding  Incentive!  for  Tranafera  frog  Injititutiona 

State  would  receive  a  5  percent  increeae  in  the  quarterly  Medicaid  payment 
for  aeverely  disabled  individuals  who  reaided  in  an  inatitution  prior  to  enact* 
nent  of  theae  enendnents  and  reaided  in  a  CFL.F  thereafter.    Thia  incentivea  pay- 
ment would  apply  to  individual!  living  in  CFLPa  for  lee!  then  5  yean. 

J.     Peraonnel  Training  * 

The  implementation  #f;7eeK*«nt  would  provide  for  training  or  retraining  for 
perion»  who  provide  'aervlcea  in  CFLFs. 

K«     Program  Review  j 

;  / 

Stetee  wou}d  be  require^  to  provide  for  e  review  of  cere  end  aervlces  by  eti 
independent  auditor  for  eech  f lacal  yeer  to  eneure  that  the  State  was  in  compli- 
ance with  the  proposed  Act*  A  report  of  the  eudit  would  be  required  to  U  «ub- 
mltted  to  the  Governor,  the  Stete  legislature,  end  the  Secretary  within  120  days 
of  the  close  of  the  flscel  yeer.  The  Secretary  could  elso  provide  for  en  inde- 
pendent eudlt.  Audit  finding!  out  of  compliance  with  the  propoeed  Act  could  re- 
sult in  reduced  funding.  The  Comptroller  Generel  of  the  U.S.  would  from  tlae  to 
time  review  State  plena  to  eneure  compliance  with  the  propoaed  Act* 
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L.      Complaints  •  * 

I 

Any  Interested  party  would  be  able  to  t>riag  an  action  regarding,  an  alleged 
violation  of  the  propoied^ct  by  a  State  plan.    Such  peraon  could  recover  attor- 
ney! 1  fees  ihould  the  party  prevail.    Not  lass  than  30  days  before  starting  the 
action  the  interested  party  would  inforn  the  Secretary  of  HHS,  the  U.S.  Attorney 
General,  and  the  State  in  which  such  actionals  brought. 
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X.      DISCUSSION  OF  S,  2053  AND  RELATED  ISSUES 

The  introduction  of  S*  2053  has  Intensified  debate  regarding  the  appropri- 
ateness of  institutional  care,  f anily-scale  living  end  other  levels  of  service 
end  care  for  the  MR/DD  population*    While  all  persons  Interested  in  cere  to  this 
population  favor  quality  residential  services  for  MR/DD  persons ,  there  is  consid- 
erable disparity  regarding  the  types  of  care  considered  most  appropriate.  Some 
professionals ,  parents  of  disabled  persons ,  end  other  advocates  feel  that  a  con- 
tinuum of  residential  alternatives!  including  institutional  care,  should  be 
available  which  sre  cost-effective  and  meet  the  various  needs  of  MR/DD  persons. 
Advocates  of  S.  2053,  who  also  include  professionals,  parents  of  dieabled  per- 
sons,  and  other  interested  and  Informed  persons,  feel  that  fsmily;*eale  living 
arrangements  provide  a  superior  service  setting  for  all  the  needs  of  KR/DD  per- 
sons by  providing  personalized  care  in  a  more  normal,  cost-effective  setting* 

A*      Examples  of  Public  Testimony 

TheHolloving  two  statements  takeii  from  the  public  testimony  are  intended 
to. Illustrate  the  issues  and  the  depth  of  concern  felt  by  those  persons  who  have 
taken  positions,  for  and  against  S*  2053*    The  first  statement  Illustrate  abuses 
found,  in  some  institutions.    The  second  statement,  specifically  opposing  S.  2053, 
expresses  the  concern  that  good  Institutional  services  should  be  maintained  and 
that  a  choice  of  service  settings  should  be  available* 
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!•    Examples  of  Institutional  Abuse  22/ 


Four  beautiful  little  girls,  unable  to  move  to  protect  themselves, 
sleep  in  cribs  where  above  their  heads  the  celling  Is  vlsloly  crum- 
bling.   From  the  superintendent,  "I'ir  afraid  with  the  next  big  rain, 
this  celling  Is  going  to  collapse."  ..Jane,  confined  to  a  bed,  In  a  ' 
building  without  working  air  conditioning  where  eummer  temperatures 
sre  commonly  In  tho  upper  90 fs  snd  low  100's.    Jane  and  all  of  her 
companlons>sj<\To  sre  Infested  with  flies  spring,  summer  snd  fsll  be- 
cause they  csnnO^ipvc  their  arms  to  swipe  them  swsy  snd  because 
there  are  no  screens  or  screens  sre  ripped  and  torn.    Johnnie,  who 
for  moat  of  his  waking  hours  does  not  have  furniture  to  sit  In,  and 
must  fight  with  20  other  people  to  ait  in  a  here*  plastic  chair.  Joe, 
who  spends  his  dsys  in  the  living  area,  a  larga  room,  banging  his 
head  against  the  wall  or  biting  hia  hands.    Why?    There  Is  no  other 
stimulation  for  htm,  no  games,  no  toys,  no  recreation  equipment. 
James,  in  30  degree  tempers tures  walks  to  his  program  building  in 
sneakers  without  any  socles  aa  well  aa  no  coat.    June,  who  doesn't  go 
to  her  program  because  there  aren't  any  clothes.    Gereml,  sent  home 
to  his  psrents  In  a  pair  of  a^oes  with  nails  protruding  through  the 
soles  Into  his  feet.    Jonathan,  who  walks  around  apendlng  the  day 
pulling  up  his  pants  because  they  fall  off.    Pattie,  who  bites  other 
people  and  chews  on  her  fingers.    She  bites  becsuae  she  is  hungry,, 
she  is  hungry  because  although  she  is  supposed  to  be  receiving  double 
portions  of  food  at  meal  time,  the  kitchen  doean't  have  enough  food 
to  provide  her  with  double  portions. 

«* 

Lisa,  a  beautiful  little  girl,  frail  and  thin,  becoming  chronically 
undernourished.    Why?    She  doesn't  receive  prescribed  dietary  supple- 
ments and  she  Is  fed  so  rapidly,  most  of  the  food  which  goes  in  her 
mouth  ends  up  coming  back  out.    Kitchens,  which  change  nutritionally 
balanced  meal  plans  because  there  Is  an  Inadequate  supply  of  foods. 
Mary  Ann,  who  has  waited  almost  two  hours  to  be  fed  while  her  tray 
has  been  sitting  in  the  open  to  be  infested  by  flies. 

This  witness  testified  that  there  are  Inherent  disincentives  for  change 
within  institutions.    According  to  this  testimony:    some  States  take  funds  from 
good  Institutions  to  help  upgrade  poor  ones;  supervision  and  evaluation  of  in- 
stitutional services  is  sometimes  done  by  Stste  or  contrscted  employees  "reluc- 
tant to  bite  the  hand  that  feeds  him;"  aome  States  are  under  pressure  to  main- 
tain institutionalized  populations  to  recover  from  the  Federal  Government  part 


22/    Taken  from  testimony  of  Kathy  A.  Scnvaninger,  Executive  Director,  Work- 
ing Organization  for  Retarded  Children,  Queens,  New  York.    Presented  to  Senate 
Subcommittee  on  the  Handicapped,  Nov.  17,  1983. 
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2 .    Need  for  Continuum  of  Service!  23/ 

The  true  thrust  of  this  legislation  [S.  2053]  1*  thee  size  equsls 
quality.    The  agency  that  aervea  devslopmentally  disabled  children 
and  adults  In  ten  10-btd  facilities  is  Inherently  providing  higher 
quality,  more  Individualised  eervicta  to  lta  raaldenta  than  la  fhe 
agency  which  operataa  s  100-bed  facility.,   Never  mind  the  fsct  thst 
the  "institution"  has  better  ataff  ratios,  mora  -qualified  staff, 
heavy  fwaily  involvement ,  on  sits  heslth  services,  snd  Is  ovsrseen  by 
s  voluntary,  coonunity  board  of  directors.    Never  mind  the  fact  thst 
the  organisation  haa  been  providing  caring,  quality  services  for  the 
developmentally  disabled  for  the  paat  10-20  yeara.    Never  mind  the 
fact  that  the  residents  have  developed  healthy,  long-atanding  rela- 
tlonahlps  In  s  supportivs  atmosphere.    And  never  mind  the  fsct  that 
the  family  is  finally  comfortable  thst  after  looking  for  yeara,  being 
on  waiting  liata  for  yaars,  that  thia  facility  la  appropriate  for 
their  aon  or  daughter*    No,  never  mind  all  theae  minor  factora.  It's 
no  good— it's  too  big  »  *  *  .  Ws  must  scknowledge  r.hat  there  la  a 
strong  snd  definitive  difference  of  opinion  regsrdlng  whst  consti- 
tutes the  correct  "quality  of  life**  for  the  mentally  retarded.    I  aw 
adamantly  In  favor  of  leaving  as  many  cholcea  and  options  open  aa  is 
poaaible.    I  am  atrongly  in  favor  of  expanaion  of  many  typea  of  real- 
dentlal  aervlces  for  the  retsrded,  Including  small  group  homaa.    I  am 
supportive  of  any  changea  In  the  current  ayatem  which  would  ensure 
r.hst  regulations  be  applied  uniformly.    I  am  In  favor  of  the  atrict 
enforcement  of  any  regulatlona  which  enhance  the  quality  of  life  for 
the  retarded  In  all  facilities,  large  or  small. 


B«      Overview  of  Reaearch  Findings 

— s» — "  1 

e 

Although  emperical  reaearch  on  the  aubject  is  not  conclusive,  most  studies 
tend  to  support  the  contention  thst  community-baaed  ssrvices  conducted  .in  as 
normal  s  setting  as  poasible  era  more  effective  than  inatitutional  aervicea  in 
promoting  developmental  growth  and  independence  of  MR/DD  peraona.  A  move  from 
inatitutional  to  community  aettinga  tends  to  result  in  positive  socisl  adjuat- 
ment  snd  improved  behavioral  development  for  many  MR/DD  peraona.  However,  for 
developmental  growth  to  take  place,  according  to  raaaarch  findinga,  the  commu- 
nity setting  must  include  certsin  essentlsl  feat ureal    effective  teaching 


23/  Taken  from  testimony  of  Peter  Mu\e,  Executive  Director,  Riverside 
Foundation  (s  not-f or-prM it  ICF/MR),  Lincolnshire,  Illinois.  Presented  to 
Human  Service  Committee,  Evsnston  City  Council. 
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technologies,  friendship  networki  for  MR/DD  ptriom  and  active  involvement  and 
positive  Attitude  of  cere  providers .    Some  reeeerch  hee  found  that  large  insti- 
tUClom  it\  which  these  features  are  present  are  also  effective  settings  for  de- 
velopment" (growth  and  that  reducing  the  else  of  a  facility  does  not  Necessarily 

\ 

chenge  the,  daily  pattern  of  care. 

Research  indicates  Chat  there  is  great  variation  in  community  care  facili- 
ties.   Thsy  rangs  froa  small  family  care  units  to  larger  segregated  replicas  of  , 
institutions.    To  provide  as  normal  an  environment  as  possible,  community  facil- 
ities need  to  be  enriched  with  positive  programming  Afchin  the  facility  and  mean** 
ingful  contact  and  exchange  with  activities  and  services  outside  the  facility. 
That  is,  the  community  facility  must  be  therapeutic  as  opposed  to  being  merely 
custodial.    Studies  have  shown  that  clients  In  community  care  facilities  benefit 
froa  increased  interaction  with  qualified  cere 'providers  within  the  community 
facility  and  from  involvement  in  community  activities  and  services  outside  the 
facility.    The  more  educated  care  providers  tend  to  promote  increased  client  in- 
teraction and  increased  contact  with  outside  activities.  24/ 

S.  2053  represents  an  effort  to  optimire  the  benefits  of  small,  family- 
scale  and  community  living  arrangements  for  virtually  all  of  the  institutional- 
ised MR/DD  population.    By  specifying  the  service  which  must  be  provided  in  the 
community  facilities,  the  bill  attempts  to  ensure  that  the  clients  get  necessary 
health  care  and  developmental  training  in  as  normal  a  setting  as  is  possible. 
Advocates  of  S.  2053  have  argued  that  proper  aducation,  training,  community  in- 
tergration  and.  social  interaction  are  simply  not  possible  in  isolated  institu- 
tions with  their  history  of  abuse. 


2±/  See  Appendix  D  for  selected  bibliography  whid  includes  research  on 
which  this  section  is  based. 
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On  tho  other  hand,  those  who  oppose  S.  .2033,  or  with  to  tee  the  bill  nodi- 
fied,  argue  that  while  family-scale  living  arrangements  may  be  appropriate  for 
most  of  the' institutionalised  MR/DD  population,  facilities  of  over  nine  beds  may 
be  more  economical  and  may  be  an  equally  effective  setting  for  training  for  some 

of  the  KR/DD  population*    It  is,  srgued  by  some  that  there  is  opportunity  for  eo- 

\ 

cialitstion  in  larger  facilities  where  training  and  recreational  activities  help 
creste  social  relationships  within  the  institutionalised  MR/DD  group. 

C.    /  Federal  vs.  State  Decisionmaking 

/  ' 

,     Under  currant  law,  States  make  the  decisions  regarding  whether  an  Individ- 
ual's  care  is  provided  in  an  institution  or  in  a  community  setting.    S.  2053 
would,  in  effect,  make  the  decision  at  the  Federal  level  because  after  the  tran- 
sition period,  ICF/MR  funds  would  generally  only  be  available  in  community  set- 
tings.   States  have  developed  varioua  approaches  to  the  cere  of  HR/DD  persons 
that  include"  institutional  and  community  care  settings.    S.  2053  would  require 
that  all  States  conform  to  the  same  Federal  requirements  regarding  service  set- 
ting to  qualify  for  Medicaid  funding. 

States,  might  argue  that  this  decision  is  an  appropriate  State  function  and 
that  considerable  capital  outlays  havs  already  been  expended  to  bring  institu- 
tions up  to  ICF/MR  stsndards.    Much  of  this  expenditure  was  financed  through 
bond  issues  thst  are  predicated  upon  the  receipt  of  Medicaid  payments  in  future 
years.    In  response  to  this  concern  it  might  be  srgued  thst  Ststes  could  use  the 
institutions  for  nursing  homes,  Juvenile  .justics  facilities  or  othsr  residential 
purpose. 
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&•     Expsnded  Caseload 

Many  MR/DO  peraona  are  maintained  at  boat  by  females  who  arc  raluctant  to 
Institutional!^  them.  Othar  MR/DD  persone  raalda  in  non-medicsl  bona  cara  fa- 
cllltlaa  and  in  board  and  tiara  homes.  By  asking  community  faclllC.taa  and  serv- 
lcaa  available,  additional  demsnds  nay  be  created  on  behalf  of  MR/DD  psrso'ns  not 
currently  aerved  in  Hsdicsid-funded  fecilitiea,  Thie  phenomenon  could  increeee 
total  Medicaid  expenditures* 

There  ere  verious  informal  astimstes  regarding  the  number  of  MR/DD  persons 
who  may  be  eligible  for  Hedlceid-f unded  servlcss  under  S.  2053,    Est^mstss  of 
eligible  persons  renge  from  625,000.  to  2  million  more  then  the  138,738  pereona 
who  received  ICF/MR  services  in  1982.  25/    It  is  not  known  how  many  of  the  eli- 
gible pereons  would  come  forth  end  requeet  aervicee  under  S*  2053,  but  cese  man- 
agement, Independent  living  eervlcae  and  raspits  care  are  services  needed  by 
most,  if  not  all,  non-insti tutionalited-MR/DD  peraone  and  their  femilieo*  Since 
S»  2053  would  not  put  a  cap  on  the  amount  of  Federel  funde  authorized  under 
S.  2053,  program  eligibility  directly  effects  poseible  coets. 

On  the  other  hand,  community  services  have  been  shown  to  be  considerably 

h 

less  expensive  than  Institutional  services,  especially  for  persons  living  with 
their  families,  so  it  may  be  possible  thst  the  same  amount  of  Medlceld  funding 
would  serve  considerably  more  persons  in  the  community  than  in  institutions. 


257    Estimates  range  from  approximately  625,000  (by  an  official  of  the  Na- 
tional Association  of  State  Mentel  Retardation  Program  Directors),  to  1*2  mil- 
lion (by  an  official  of  the  Association  for  Retarded  Citizens)  to  2  million  (by 
Charles  Lskin,  Center  for  Residential  and  Community  Servlcea,  University  of 
Mlnnesots). 
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E.     Medically  Fragile  Clients  and  Client!  with 

Severe  Behavior  Dl Borders  t 

One  lasui  frequently  railed  Is  ths  concern  that  medically  fragile  KR/DD  . 
persons  who  rsquirs  24-hour  nursing  care  and  fraquent  physician  ser/lces  nay  be' 
served  aore  efficiently  In  institutions  where  emergency  services  are  available 
at  all  times.    It  is  estiaatsd  that  2    to  30  percent  of  the  institutionalised 
MR/DO  population  is  elthsr  medically    regile  or  hss  very  severe  behavior  prob- 
leaa,  and  It  Is  argusd  by  soae  that  Chese  persons  aey  be  aore  appropriately 
served  in  facilities  of  more  than  nine  persons. 

Advocates  for  5.  2053  argue  that  thsse  aedically  fragile  clients  and 
clianta  with  severe  behavior  disorders  can  be  appropriately  served  in  famil)*- 
acafa  facilities  aora  humanely  and  with  lowsr  costs. 

F.     Reactlona  of  Some  Parents  of  Instltutlonelltej  Persons 

Some  parents  of  institutionalised,. KR/DD  persons  ars  strongly  opposed  to 
S.  2053  because  they  feel  that  their  family  aeabsr  Is  getting  appropriate,  ef- 
fective care  in  an  institution;  the  parent  want  the  security  that  they  feel  they 
have  in  the  inetitutional  eetting;  end  t hay,  do  not  vent  the  Federal  Government 
to  legislate  agalnat  their  choice  of  care  for  their  MR/DD  faaily  member.  Such 
parante  want  tha  aeaurance  that  their  offspring  will  continue  to  receive  care  . 
after  the  parent  a  die.    Some  such  parante  fear  that  coaaunity  eervlcee  mey  be- 
come fragmented,  may  be  diacontinued ,  and  may  not  provide  the  total  care  pro- 
vided In  one  setting  by  an  'inetitution.    Soae  parante  are  aleo  concerned  that 
S.  2053  doae  not  offer  the  chance  to  resume  institutional  care  if  the  coaaunity 
placement  does  not  work  out. 

On  the  other  hand,  there  are  some  faellles  of  institutionalized  persons 
*ho  would  prefer  to  have  their  KR/DD  family  member  in  a  aore  noraal  therapeutic 
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community  getting  nearer  to  the  reet  of  fully  and  would  aupport  S.  2033  because 
it  would  make  more  funda  avallabln  for  thlp  purpose.    There  have  been  experi- 
encei  In  which  families  who  were  initially  opposed  to  delnotltutlonaltzatlon 
changed  their  opinion  aa  they  aaw  poaitive  reaulta  following  the  tranafer  of  in- 
stitutionalized pereoq|  to  community  facllitiea.  26/ 

C*.    Expanded  Uae  of  thepMedicaid  Waiver  Proviaion 

Rather  than  tranafer  funda  out  of  institutions  according  to  a  apeclfled 
timetable,  aa  la  proposed  under  S.  2053,  it  haa  been  .argued  that  community  aerv- 
icaa  for  MR/DD  persons  can  be  expanded  by  the  State*  through  vldar  uae  of  the 
Medicaid  waiver  proviaion*    Another  alternative  could  be  tov  authorize  Medicaid 
funding  in  community  facllitiea  ae  an  option  under  Medicaid,  \ather  then  ualng 
the  waiver  proviaion.    It  la  argued  that  theee  epproenhea  would  allow -the  epec- 
truta  of  aervices  to  be  expended  rather  than  diminished.    An  expended  Medicaid 
waiver  or  community  cere  option  could  maintain  Federel  funding  in  both  institu- 
tion and  community  eettings. 

On  the  other  hand,  it  la  argued  by  edvocetee  of  S.  2053  thet  It  would  be 
prohibitively  expensive  to  try  to  maintain  a  dual  ayatem  of  institutional  and 
community  aervices  and  that  community  aervicea  are  cheaper*    (However,  during 
the  10-  or  15-year  tranaition  from  inatltutlon  to  community  aervicea,  there 
would  be  e  dual  system  *s  MR/DO  persons  vsrs  gradually  moved  out  of  inetltu- 
tlons*    Advocatea  for  the  bill  argue  that  conalderable  leverage  is  necessary  to 
change  the  mejor  focue  of  aervicea  for  the  MR/DD  population  from  Institutions  to 
small  community  service  settings* 


26/    For  a  discussion  of  court  caaea  involving  the  wlahee  of  parents,  aee 
Deinstitutionalization,  Zoning  end  Community  Placement,  Mental  Dleability  Law 
Reporter,  vol.  7,  no.  5,  Sept*-0ct.  1983.    p*  375. 
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H.      Community  Readiness 

It  has  been  argued  that  many  communities  are  not  ready  to  receive  MR/DD 
persons  in  large  numbers  from  institutions.    It  is  clesr  that  nesrly  all  insti- 
tutionalized MR/DD  persons  require  care  and  or  supervision    Communities  would 
need  to  develop  facilities  for  some  HR/DD  psrsons  which  would  be  barrier-f ree 
and  which  would  meet  life-safety  codes  required  for  MR/DD  persons  not  able  to 
respond  appropriately  to  life-threatening  dangers.    The  capital  outlay  for  such 
facilities  could  represent*  a  considerable  expense  not  addressed  in  S*  2053. 

It  is  the  purpose  of  S»  2053  to  provide  a  atrong  incentive  to  States  to  de- 
velop and  expand  community  and  family  support  services.    The  10-  to  15-year  time 
frsme  provided  in  the  bill  is  intended  to  allow  time  for  the  development  of  com- 
munity and  family  services.    The  major  effect  of  the  bill,  moving  Federal  funds 
from  institutions  to  family-scale  facilities,  would  provide  some  of  the  resources 
necessary  to  develop  community  facilities.    Advocates  of  S.  2053  argue  that  ss 
long  as  nearly  all  Federal  funding  is  used  in  institutions,  communities  will  not 
have  the  resources  to  expand  services. 

I,     Reactions  of  Facility  Operators  and  Unions 

Owners  and  operators  of  proprietary  institutions,  who  may. have  invested  con- 
siderable funding  to  bring  the  facility  up  to  ICF/MR  standsrds,  may  f esr  a  loss 
of  profits  or  may  go  out  of  business  if  S.  2053  were  enacted.    On  the  other  hand, 
under  S.  2053  these  persons  could  possibly  sell  the  institution  and  apply  for 
Medicaid  funds  to  develop  the  types  of  facilities  eligible  under  the  bill* 

Governors  may  oppose  S.  2053  because  it  would  require  the  loss  of  Medicaid 
funds  to  continue  support  to  institutions.    States  interested  in  developing 
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family-scale  facilities,  however,  could  obtain  increased  assistance  under  the 
proposed  approach. 

Sons  State  institution  employee  unions  may  oppose  S«  2053  because  it  Is 
felt  that  institutional  servlcas  are  sots  appropriate  for  some  MR/DD  porsons* 
It  is  argued  by  eons  advocates  of  the  bill  that  this  opposition  is  baaed  on 
fear  of  losing  jobs.    It  aight  be  ergued  thet  Stete  employees  currently  working 
in  Institutions  could  become  cere  providers  in  Community  facilities,.  i 
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APPENDIX  At    TERMS  USED  TO  DESIGNATE  THE  CLIENT  POPULATION 

Various  terms  art  used  to  refer  to  the  severely  disabled,  primarily  men- 
tally retarded  population  which  mey  receive  eervicea  in  these  institutions.  The 

Medicaid  program,  authorized  under  title  XIX  of  the  Social  Security  Act,  pro- 

i 

videa  Federal  funds  to  help  aupport  services  for  "mentally  retardod  or  persons 
with  related  conditions**  who  require  institutional  care.    S.  2053,  which  is  in 
ths  focus  of  thii  paper,  provides  definition  for  "severely  disabled  individual* 
which  is  bassd  on  th*  definition  of  "developmental  disability"  under  the  Devel- 
opment Disabilities  Assistance  and  Bill  of  Rights  Act',  P.L-  91-517,  as  amended. 
(The  definition  included  in  S.  2053  is,  presented  on  page  26  of  this  paper.)  A 
memorandum  from  the  Congressional  Budget  Office  (CBO),  which  provides  a  cost 
analysis  of  S.  2053,  refers  to  **MR  persons.** 

This  psp«r  uses  the  term  "mentally  retarded  and  other  developmentally  dis- 
abled" (m/DD)  persons,  a  term  commonly  used  in  the  field,  to  generally  encom- 
pass the  population  referred  to  in  the  above  documents.    Because  S.  2053  would 
affect  Federal* funding  used  for  severely  disabled  individuals!  the  term  MR/DD  as 
used  in  this  paper  refers  to  severely  disabled  MR/DD  persons  in  need  of  life- 
long or  extended  services,  and  not  to  those  mildly  impaired  persons  able  to 
function  relatively  independently. 

The  term  "severely  disabled  individual**  as  defined  in  S.  2053  includes  cer- 
tain severely  physically  impaired,  mentally  alert  persons  who  meet  the  functional 

o 

definition  in  the  bill.    The  data  presented  in  this  paper  do  not  include  this 
population  because  they  have  traditionally  not  been  considered  part  of  the  MR/DD 
population,  are  generally  not  served  in  ICFs/MR  *nd  are  not  included  in  the  major 
studies  of  institutionalised  disabled  persons. 
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APPENDIX  Bi    MENTALLY  RETARDED  PEOPLE  IK  RESIDENTIAL  CARE  PER  100,000 
HATE  POPULATION  BY  SIZE  OP  FACILITY i    UNITED  STATES »  1982 
(10QX  REPORTING ) 
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Appendli  B  preeeote  the  auaber  of  aantelly  reterded  people  per  100,000 
of  tht  population  living  In  iKillir  fecllitlel  (1*15  resident*)  cod  In 
Urger  public  and  privets  fecllitlel  (16+  reeldente).    Btetee  ere  rank 
ordered  •ccordlog  to  tba  p  r  capita  rate  of  plecaaant-ln  Larga  fecllltlee. 

o  Approiiajttely  &  of  1Q0»000  people  In  the  O.S.  vere  placed  in 

reeldentiel  cere  for  the  aantelly  reterded,  with  76  of  theee  Individ- 
uala  pUca  la  larger  facilltiee* 

o  SUtt  pUceaaut  retel  In  larger  publicly  opareted  facilltiee  ranged 
froa  IB  to  140  par  100,000  people.    Noet  etetee  (38)  pieced  aore  pao- 
ple  In  large  public  facilities  then  In  either  larger  private  or  Baal- 
la  r  fecllitlel. 


Source:  Brief  #21,  1982  Ketional  Caneue  of  Residential  Pecilitielt  Suaaery 
Report,  Center  for  Realdentlal  end  Coaewnlty  Pecilitiee,  fell,  1*83, 
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APPENDIX  Ci    AVERAGE  DAILY  POPULATION  OF  MENTALLY  RETaPI/ED  PERSONS  IN 
PUBLIC  RESIDENTIAL  FACILITIES}     FY  1970— FY  1982 


190 

■  (189,546) 

180 

1  l  u 

t, 

160 

ISO 

MO 

130 

lfcO 

V. 

C 

110 

i 

\ 

100 

a 

00 

u 

ft, 
j3 

80 

E 

s 

70 

s 

*0 

* 

50 

40 

30 

20 

10 

0 

(173,775) 


(166,247) 


,fl53,584) 


(151,112) 


119,335) 


Fiscal  Year 


*9 


Sou™*.    Public  R.ald.ntl.l  P.cllltlaa  foV  th.  M.nt.lly  *«««•«•    »«J • 
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APPENDIX  Di    TOTAL  AND  FEDERAL  ICF/MR  EXPENDITURES  AND 
NUMBER  OF  PERSONS  SERVED 


Expenditure! 


Fiscal  Year 


Total 


Federal 


Peroni  Served 


(in  millions)  (in  mUlJ^li)  (in  thousands) 

1973    $    165  $     98  29 

1$74   203  120  39 

1975    349  204  54 

1976   602  ^  349  83 

1977    871  501  101 

1978    1,162  662  98 

'1979    1 ,493  844  115 

1980    1,977  1,107  125 

1981   2,927  ,     1  ,624  196 

1982    3,609  1,985  154  • 

•1983  (est.)    3,911  2,1-51  132  a/ 

a/  The  estimate  of  persons  served  in  FY  1983  was  provided  by  Wayne  Smith, 
Health  Care  Financing  Admin iatration. 

Source:  Data  were  provided  by  Ian  Hill,  Budget  Analyst,  Program  Benefits 
Branch,  Division  of  Budget,  Office  of  Financial  Management  Services,  Office  of 
Management  and  Budget,  Health  Care  Financing  Administration.  \ 

In  addition,  under  the  Medicaid  waiver  during  FY  1983,  15,600  persons  were 
served  at  a  total  cost  of  $145  million,  according  to  estimates  of  the  Health 
Care  Financing  Administration. 
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Senator  Dukknhkrokr.  The.  hearing  will  come  to  order. 

Recently  much  of  the  attention  of  this  subcommittee  has  focused 
on  medicare.  We  have  had  a  full  agenda,  closely  monitoring  the  . 
legislative  proposals  regarding  the  prospective  changes. 

This  year,  however,  we  will  begin  to  expand  our  focus  to  health; 
care  services  for  the  economically  disadvantaged.  Over  the  cours^ 
of  at  least  10  hearings  in  1984  we  will  examine  how  our  goaltoi 
equal  access  to  quality  care  in  America  will  be  reached.  To  do  that, 
we  will  begin  to  look  at  who  is  economically  disadvantaged,  what 
services  are  now  provided,  how  these  services  are  provided  ind  fi- 
nanced, and  what  changes  need  to  be  made.  // 

An  important  part  of  our  examination  will  focus  on  hc^W  much 
society  is  willing  to  pay  to  provide  quality  care  to  all  Americans. 

Our  hearing  today  will  cover  an  important  area  of  medicaid  re- 
imbursement long-term  care  services.  Specifically,  we  Will  focus  on 
the  Community  and  Family  Living  Amendments  Act,, Sponsored  by  " 
our  colleague  Senator  John  Chafee.  ;  f\_ 

This  legislative  proposal  would  seek  to  provide  more  individual- 
ized services  for  the,  severely  disabled  by  shifting  Federal  medicaid  •  ' 
funds  from  institutions  for  the  disabled  to  the  community-based 
setting.  Those  most  directly  affected  by  this  proposal  are  mentally 
retarded  and  developmentally  disabled  individuals. 

While  the  quality  of  services  that  the  Government  reimburses  is 
of  utmost  importance  to  us,  we  cannot  ignore/the  question  of  cost. 
We  are  how  spending  more  than  10  percent  of  our  gross  national 
product  on -our  acute  health  care  system,  our  sick  care  sv&tem^Tke 
'more  these  costs  rise,  the  less  available  are  Resource's  for  health  - 
care, preventive  health  care,  and  a  variety  of  other  services  that 
address  the  ongoing  needs  of  all  Americans  including  the  chronical- 
ly disabled 4 

Reality  requires  that  we  establish  policy  within  ,a  framework  of 
resources,  and  that  means  a  policy  which  results  in  cost-effective 
and  cost-efficient  health  care  as  well  as  compassionate  health  care 
delivery. 

Primarily  because  of  t'he  last  decade's  rapid  growth  of  payttient* — 
for  care  and  intermediate  care  facilities  for  the  mentally  retarded? 
medicaid  has  become  a  principal  source  of  Federal  financial  assist- 
ance for  the  mentally  retarded  and-other  developmentally  disabled 
persons. 

.  Medicaid  expenditures  for  ICF/MR's  have  become  the  program's 
fastest  growing  category,  rising  from  less  than  $200  million  in  1973 
to  almost  $4  billion  in  1983.  These  increases » have  been  drastic, 
even  when  viewed  against  the  rapid  grow'th  In  overall  nursing 
home  expenditures. 

The  expenditures  for  ICF/MR's  have  increased  at  an  average 
annual  rate  of  approximately  34 'percent  each  year  from  1976  to 
1981,  more  than  flouble  the  15-percent  increase  for  all  other  long- 
term  care  services,  and  almost  triple  the  annual  growth  rate  for  all 
medicaid  expenditures. 

Medicaid  reimbursement's  paid  to  formal  providers  of  care, 
which  leads  to  its  so-called  institutional  bias.  Facilities  providing 
institutional  care  for  mentally-retarded  persons  currently  range  in 
size  from  16  to  2,000  beds,  although  most  ICF/MR  facilities  are 
over  200  beds.  <• 
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Today  we  will  examine  a  proposal  that  would  modify  medicaid 
reimbursement  so  as  to  redirect  it  to  small  community-based  pro- 
viders of  care.  We  realize  the  strong  sentiments  that  are  held  on 
the  issue  of  the  institutionalization. 

This  hearing  provides  members  of  the  committee  with  an  oppor- 
tunity to  hear  from  a  broad  range  of  people  with  differing  views  on 
the  issue.  The  presentations  of  these  views  will  help  us  as  we  con- 
sider this  most  important  legislative  proposal 

I  look  forward  to  hearing  from  our  witnesses  today,  witnesses 
that  represent  organizations,  institutional  providers,  community 
providers,  parents,  and  recipients  of  care.  I  hope  you,  all  of  you, 
will  help  us  think  through  how  we  can  insure  that  the  Government 
pays  the  best  price  for  the  highest  quality  of  appropriate  care,  and 
I  thank  all  of  you,  and  I  thank  ea^h  of  you,  for  coming  this  after- 
noon stnd  takingrthe  time  to  explore  the  proposal  that  is  before  us, 

I  will  turn  at  this  time  to  my  colleague  Senator  Chafee. 

Senator  Chafee.  Thank  you  very  much,  Mr.  Chairman. 

Mr.  Chairman,  I  would  join  you  in  thanking  all  of  those  who 
have  come  here  today  to  participate  in  these  hearings.  Most  nota- 
bly, I  thank  Chris  Craddy,  who  lived  for  many  years  in  a  large  in- 
stitution in  my  own  home  State  of  Rhode  Island  and  is  now  living 
in  a  community-based  home.  Chris  will  share  with  us  her  personal 
feelings  about  fife  in  this  different  setting. 

We  will  also  hear,  as  you  noted,  Mr.  ChShman,  from  experts  who 
are  involved  in  the  care  of  the  severely  disan^d  and  retarded  both 
in  large  institutions  and  community-based  homes. 

Also,  we  will  hear  from  several  parents  of  retarded  or  disabled 
individuals. 

Now,  some  time  ago  I  read  something  I  would  like  to  share  with 
you  today.  It  was  entitled  "The  Seven  Steps  to  Stagnation":  (1) 
We've  never  done  it  that  way;  (2)  we're  not  ready  for  that  yet;  (3) 
we're  doing  all  right  without  it;  (4)  we've,  tried  it  once,  and  it  didn't 
work  out;  (5)  it  costs  too  much;  (6)  that's  not  our  responsibility;  (7) 
it  won't  work. 

This  bill  gives  us  the  opportunity  to  take  some  positive  actions 
on  behalf  of  those  who  most  need  our  help  These  hearings  provide 
us  with  a  long  overdue  forum  in  which  we  can  closely  scrutinize 
the  current  system  of  care  and  determine  how  it  can  be  improved 
to  benefit  those  who  need  it  most. 

/lyow,  this  legislation  is  highly  controversial.  One  has  only  to  take 
a  look  out  in  the  h&ll  as  well  as  in  this  full  room  and  another  full 
room  upstairs  to  realize  that  it  evokes  tremendous  emotion. 

It  is  crucial,  it  seems  to  me,  as  we  discuss  matters  this  afternoon, 
to  realize  that  we  all  share  a  common  purpose;  we  are  all  trying  to 
work  tcmard  one  goal,  and  that  is  to  provide  the  best  possible  care 
to  our  retarded  and  disabled  citizens  who  are  Hot  able  to  care  for 
themselves. 

Our  goal  today  is  to  determine  how  this  purpose  can  best  be  ac- 
complished, at  the  same  time  working  within  the  financial  con- 
straints that  were  mentioned  earlier,.  / 

Since  I  introduced  this  bill  last  November  I  have  received  ques- 
tions about  the  stability  of  group  homes,  the  advisability  of  the  10 
to  15  year  shift  of  Federal  funds  to  community  programs  from 
larger  facilities;  the  eligibility  requirements  ,of  the  patients;  the 
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cost;  and  finally,  the  question  that  comes  most  often,  how  the 
States  will  be  able  to  develop  viable  community-based  facilities 
that  provide  high  quality  care. 

I  hope  that  we  can  address  all  of  these  questions  this  afternoon 
to  the  satisfaction  of  everyone  who  has  expressed  such  heartfelt  in- 
terest and  concern. 

Now,  Mr.  Chairman,  it  is  no  secret  that  all  of  us  fear  the  un- 
known. That's  why  we  are  here  today,  to  examine  this  idea  of 
group  homes,  which  is  new  and  different  and  unknown  to  most  of 
us.  We  are  here  to  learn  from  those  who  will  testify— to  learn  from 
their  knowledge  and  their  experience, 

We  should  not  deny  our  retarded  and  disabled  citizens  the  oppor- 
tunity to  grow  and  to  participate  in  the  community,  because  of  our 
own  ability  to  grapple  with  the  unknown.  The  Congress  and  our 
Nation  have  always  strived  to  better  the  current  situation;  we  have 
never  been  satisfied  with  the  way  things  are.  We  want  to  move 
ahead  as  a  Nation.  We  have  done  that  with  a  host  of  different  pro- 
posals that  have  come  before  us,  not  just  in  the  health  sphere  but 
in  all  kinds  of  activities. 

And  so,  as  we  have  tried  to  strive  to  improve  the  situation  in  the 
past,  how  can  we  ask  any  less  than  to  strive  to  improve  the  current 
situation  for  the  patients  of  our  institutions? 

Thank  you. 

Senator  Durknbkrger.  Thank  you. 
Senator  Pell. 

STATEMENT  OF  HON.  CLAIBORNE  PELL,  U.S.  SENATOR  FROM 
THE  STATE  OF  RHODE  ISLAND 

Senator  Pell.  Thank  you  very  much,  Mr.  Chairman,  for  letting 
me  be  here. 

I  just  wanted  to  strongly  endorse  and  support  the  efforts  of  my 
colleague  Senator  Chafee  in  this  bill.  I  have  been  very  impressed  in 
our  own  State  of  Rhode  Island  to  see  that  since  I  first  came  to  the 
Senate  in  1960  when  we  had  a  population  of  1,300  in  our  home  for 
the  retarded,  that  is  now  less  than  400.  And  this  has  accompanied 
savings  to  the  State  and  accompanied  a  better  style  of  life  and  a 
better  quality  of  life  for  the  people  who  are  institutionalized. 

I  would  hope  that  this  hearing  will  shed  more  light  on  this  diffi- 
cult subject,  and  I  am  glad  to  be  here  in  support  of  the  idea  that 
the  fewer  people  in  big  institutions,  the  more  in  smaller  and  more 
affectionate,  if  you  want  to  use  that  word,  and  more  close-reaching 
surroundings,  the  better  off  we  are- 
Senator  Durenberger.  Thank  you. 

I  know  Jim  Exon  has  had  a  little  experience  with  this  area  that 
goes  back  to  being  Governor  of  Nebraska,  and  we  welcome  his 
being  here  today.  H 

Jim,  we  look  forward  to  your  comments. 

STATEMENT  OF  HON.  J-  JAMES  EXON,  U.S.  SENATOR  FROM  THE 

STATE  OF  NEBRASKA 

Senator  Exon.  Mr.  Chairman  and  members  of  the  Subcommittee 
on  Health,  I  would  like  to  take  just  a  few  moments,  if  I  might,  to 
present  a  written  statement  from  a  constituent  of  mine  abojit  S. 
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2053,  and  comment  that  as  a  former  Governor  and  before  that  as  a 
private  citizen  I  have  beon  actively  involved  in  support  of  and  im- 
provement in  all  programs  for  mentally  retarded  citizens.  We  Ne- 
braskans  are  proud,  proud  indeed,  of  our  accomplishments  and 
leadership  in  this  important  area, 

The  statement  is  from  Ms.  Patricia  Crawford,  who  is  the  Govern- 
ment Affairs  Chair  of  the  Nebraska  chapter  of  the  Mentally  Re- 
tarded Association  of  America. 

The  State  Of  Nebraska  has  been  a  party  to  an  expensive  and 
lengthy  court  battle  with  which  I  was  involved  during  my  years  as 
Governor.  Many  of  the  issues  raised  in  S.  2053  were  encompassed 
in  that  lawsuit.  Ms.  Crawford  has  been  involved  in  mental  retarda- 
tion issues  for  a  number  of  years  and  offers  some  firsthand  testimo- 
ny about  the  issues, and  problems  raised  by  this  proposal, 

The  major  concern  of  Ms.  Crawford  and  my  own  concern  about 
this  bill  is  that  it  will  deny  the  freedom  of  choice  to  parents  and 
families  of  the  mentally  retarded  and  the  disabled. 

Mr.  Chairman,  the  lawsuit  that  I  referred  to  resulted  in  a 
number  of  changes  in  our  State's  large  facility,  which  has  been  im- 
proved, in  the  quality  of  care  that  has  been  provided  there. 

The  real  issue,  it  seems  to  me,  should  not  be  the  size  of  the  facili- 
.'  ty  where  the  mentally  retarded  arid  the  disabled  are  served,  but 
rather  the  quality  of  care  that  they  receive. 

Some  witnesses  will  likely  to  tell  you  today  that  bigger  is  not 
necessarily  better  for  the  retarded  and  the  disabled.  I  submit  that 
the  reverse  is  also  true,  that  smaller  is  not  necessarily  always 
better. 

Some  mentally  retarded  and  disabled  persons  would  undoubtedly 
be  best  served  in  smaller  community-based  facilities,  of  which  we 
have  a  great  number  in  Nebraska;  but  not  all  disabled  and  retard- 
ed people  are  alike,  And  some  may  be  best  served  in  a  larger  facili- 
ty. 

The  bottom  line  is  that  parents  and  families  of  the  mentally  re- 
tarded and  disabled  should  have  as  many  alternatives  as  possible 
arid  should  be  able  to  choose  for  themselves  what  type  of  facilities 
they  desire  for  the  treatment  of  their  loved  ones. 

Mr.  Chairman,  the  statement  of  Ms.  Crawford  outlines  a  number 
of  concerns  about  the  bill  being  considered  and  relates  Nebraska's 
experience  in  this  area. 

I  would  respectfully  request  that  her  statement  be  received  and 
be  made  a  part  of  the  permanent  record  of  this  hearing,  and  I  urge 
that  we  proceed  on  the  basis  of  caution  in  this  complicated  area. 
Thank  you  very  much,  Mr.  Chairman. 

Sdnator  Durenrkrger.  Thank  you  for  your  statement,  Senator, 
and  without  objection  Ms,  Crawford's  statement  will  be  made  part 
of  the  record. 

[The  prepared  statements  of  Senator  Exon  and  Ms.  Crawford 
follow:] 

Phki'Akko  Statumknt  ok  Senator  Exon 

Mr.  Chairman,  members  of  the  Subcommittee  on  Health:  I  would  like  to  take  just 
a  few  moments  to  present  a  written  statement  from  a  constituent  of  mine  about 
S.  20IW,  and  comment  that  as  a  former  Governor  and-  before  that  as  a  citizen,  I  have 
actively  supported  improvement  in  all  programs  for  mentally  retarded  citizens.  We 
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Nebraskans  are  proud  of  our  accomplishments  and  leadership  in  this  important 
area. 

The  statement  is  from  Ms.  Patricia  Crawford,  who  is  the  Governmental  Affairs 
Chair  of  the  Nebraska  Chapter  of  the  Mental  Retardation  Association  of  America, 
Inc.  The  State  of  Nebraska  has  been  a  party  in  an  expensive  and  lengthy  court 
battle  with  which  I  was  involved  during  my  terms  as  Governor.  Many  of  the  issues 
raised  by  S.  2053  were  encompassed  in  that  lawsuit.  Ms,  Crawford  has  been  involved 
in  mental  retardation  issues  for  a  number  of  years  and  offers  some  firsthand  testi- 
mony about  the  issues  and  problems  raised  by  this  proposal. 

The  major,  concern  of  Ms.  Crawford,  and  my  own  cpncern  about  this  bill,  is  that  it 
will  deny  the  freedom  of  choice  to  parents  and  families  of  the  mentally  retarded  and 
disabled. 

Mr.  Cha  irmnn,  the  lawsuit  that  I  referred  to  resulted  in  a  number  of  changes  in 
our  State's  .large  facility,  which  have  improved  the  quality  of  the  care  provided 
there.  The  real  issue  should  not  be  the  size  of  the  facility  when  the  mentally  re- 
tarded and  disabled  are  served,  but  the  quality  of  the  care  they  i  eceive.  Some  wit- 
nesses will  likely  tell  you  today  that  bigger  is  not  necessarily  better  for  the  retarded 
and  disabled. 

I  submit  that  the  reverse  is  also  true— that  smaller  is  not  necessarily  always 
better.  Some  mentally  retarded  and  disabled  persons  would  undoubtedly  be  best 
served  by  living  in  smaller,  community-based  facilities.  But  not  all  disabled  and  re- 
tarded people  are  alike,  and  some  may  be  best  served  in  a  larger  facility.  The 
bottom  line  is— the  parents  and  families  of  the  mentally  retarded  and  disabled 
should  have  as  many  alternatives  as  possible  and  should  be  able  to  choose  for  them- 
selves what  type  of  facility  they  desire. 

Mr.  Chairman,  the  statement  from  Ms.  Crawford  outlines  a  number  of  concerns 
about  the  bill  being  considered  and  relates  the  Nebraska  experience  in  this  area.  I 
would  respectfully  request  that  her  statement  be  received  and  made  a  part  of  the 
permanent  record  of  this  hearing, 
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BTATHMKNT  OF  I'ATIUCIA  KKLLY  CRAWFORD 


1307  Crestdale  Ud. 


Lincoln ,  Nebraska    68  510 
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Prasontod  on  behalf  of  the 
Mental  Retardation  Association  of  America,  Nebraska  .Chapter 
before  the  Senate  Finance  Committee 
Subcommittee  on  Health 
February  27,  1984 


Recjardiny  s.  2  053,  The  Community  and  Family  Living  Amendments 

Act  of  1983 


Has. anyone  aver  comu  to  your  church  on  a  bed? 
It  is  a  regular  occurrence  at  the  Beatrice  State  Develop- 
mental Center,  Beatrice,  Nebraska,  the  only  Nebraska  public  insti- 
tution dedicated  to  the  care  of  the  mentally  retarded.  Because. 
'      it  is  a  community  built  especially  for  the  multiply  handicapped, 
many  ordinary  hazards  have  been  eliminated  from  the  design.  For 
-  instance,  thero  is  no  deep  end  in.  the  swimming  pool.     The  10 
ultramodern  cottages  are  barrier-free  for  those  residents  in 
wheelchairs  or  who  are  on  mobilo  carts  because  of  inability  to 
sit  up*     The  streets  have  a  15  mile  per  hour  speed  limit.  Even 
•    the  bathtubs  are  special;  several  are  deep  and  cylindrical  and 
have  a  hydraulic  chair  to  lower  the  bather  into  the  swirling 
warm  water  for  several  minutes — it  must  feel  great  to  Someone  who 
has  spent  the  day  in  a  wheelchair. 

Broad  green  lawns,  air-conditioned  housing,  special  trailers 
to  transport  the  folks  on  mobile  carts,  dances,  birthday  parties, 
Scouts  and  camping  are  features  of  the  Beatrice  'campus,  plus  a 
host  of  experts  to  train,  teach,  program,  nurse  and  doctor  the 
residents  of  this  unique  community.     The  Center  is  accredited  by 
the  Joint  Commission  on  Accreditation  of  Hospitals.  i 

A  joint  effort  by  the  taxpayers  of  Nebraska  plus  the  federal 
Medicaid  program  has  provided  the  opportunity  for  the  moat  i 
severely  handicapped  Nebraskans  to  enjoy  the  "good  life."  \ 

How  much  will  it  cost  for  the  taxpayers  to  throw  away  and 
replace  this  community,  to  break  it  up  and  scatter  it  about,  just 
because. of  an  idea — that  many  experts  simply  do  not  buy.    And  I 
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can  promise  you»  L.1im  pttiunts  ut   these  severely  and  profoundly 
retarded  adults  don't  buy  it  either  I 

Eighty  percent  of  the  population  of  public  residential  faci.-- 
litios  tor  the  menially  retarded  is  comprised  of  the  severely 
and  profoundly  re  Larded;  43.1%  of  the  residents  have  other  h.\ndi- 
cappincj  conditions  in  addition  to  mental  retardation.     The  most 
common'aro  blindness,  doafnoss,  epilepsy  and  cerebral  palsy.  The 
most  common  of  all  is;  mental  illness,  occurring  in  36%  of  the 
residents  (R.D.  Scheoronberger ,  Ph. D»,  Public  Residentia| 
Facilities  £o£  the  Mentally  Retarded #  1982),    All  but  a  few 
mildly  or  moderately  retarded  people  residing  in  institutions 
have  other  types  of  problems,  such  as  blindness,  deafness,  cerebral 
palsy  and  epilepsy  or  behavior  problems.     Do  not  ignore  this  fact. 

Profoundly  retarded  individuals  generally  cannot  aspire  to 
a  mental  age  more  than  2  to  2*3  years  and  even  in  adulthood  will 
rarely  have  any  intelligible  speech.     Total  life  support  is  essen- 
tial to  their  survival  and  up  to  40%  are  either  bedfast  or  semi- 
^        ambulatory.     The  average  age  of  death  is  below  40.  (Beatrice 
Daily  Sun,'  Beatrice,  Nebraska,  September  27,  1980) 

Mental  Retardation  Association  of  America;  Nebraska  Chapter, 
is  eight  years  oLd?  99%  of  our  members  are  parents  and  relatives 
of  retarded  adults.     Two-thirds  of  our  retarded  loved  ones  live 
in  congregate  residential  centers;  one-third  are  in  community 
programs.     Because  of  the  wide  ranges  of  abilities  and  disabilities 
in  the  retarded  population,  with  IQ's  which  range  from\0-70  points, 
our  members  support  a  continuum  of  sorvices.     A  full  range  of 
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services  includes  run Ldontial  centers  for  the  moat  severely 
handicapped,  well  supervised  community  baaed  group  homes, 
.supervised  Jiving,  and  independent  living  for  the  most  able. 
As  parents  and/or  Legal  guardians,,  we  should  be  able  to  choose 
the  most  beneficial  program  for  our  children. 

Years  ago  many  of  our  members  banded  together  to  start 
community  programs.     Over  time,  some  of  these  same  people  came 
to  realize  that  the    very  programs  they  started  did  not  meet  the 
needs  of  their  retarded  children.    All  retarded  people  are  not 
alikel    Some  of  our  members  were  instrumental  in  starting  their 
local  Association  for  Retarded  Children,  and  almost  all  were 
formerly  members  of  that  organization.    Once  the  Association 

4 

for  Retarded  Children  adopted  the  goal  of  closing  all  institutions 
for  the  mentally  retarded,  organizations. like  the  Mental  Retarda- 
tion Association  of  America,  Nebraska  Chapter,  began  to  spring 
up  all  across  the  country— like  mushrooms  after  a  rain— to 
advocate  a  full  range  of  services  to  meet  a  full  range  of  needs. 

Robert  Isaacson,  Ph.D.,  in  his  book,  Meeting  the  Needs  of 
the  Retarded,  says,  "The  aim  of  programs  for  the  mentally  handi- 
capped should  be  to  provide  those  conditions  and  circumstances 
that  are  most  conducive  to  their  happiness  and  personal  growth. 
Programs  of  education  and  vocational  training  should  be  supportive 
of  those  goals,  rather  than  ends  in  themselves, 11 

This  is  a  new  approach  for  many,  in  a  work-oriented  society, 
but  certainly  it  is  a  more  common  sense  approach  for  those  who 
are  profoundly  or  severely  retarded. 
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Most  puopln  havo  mivur  seen  a  severely  retarded  person, 
which  is  one  of  the  reasons  it  is  so  difficult  for  the  public 
to , understand  how  their  needs  differ  from  those  of  the1 mildly 
retarded  in  such  goals  as  employment  and  independent  living,  anJ 
why  a  good  institution  is  usually  their  best  environment. 

We  are  talking  not  just  about  .persons  who  can't  talk  or 
read,  but  por3uns  who  have  mul bi-handicaps .     Many -of  these  persons 
may  never  see,  walk,  or  be  able  to  push  their  own  wheelchair,  never 
bo  able  to  hold  a  spoon,  or  comb  their  hair,  or  brush  thoir  teeth. 
They  will  learn  the  simplest  of  skills  only  after  years  of  effort. 
Many  aro  completely  unaware  of  their  surroundings.     Staff,  trained 
in  motivation  techniques  and  the  value  of  praise  and  the  soft, 
loving  touch,  can  go  no  futher  than  the  deficient  brain  will  allow. 

Following  are  personal  stories  of  young  adults  who  need  gcod 
institutional  care,  now  made  possible  at  Beatrice  State  Develop- 
mental Center  and  private  institutions  in  Nebraska,  through/ the 

aid  of  Medicaid  funds  that  would  be  threatened  by  S.  2053  7  If 

t  / 
Medicaid  funds  are  phased  out,  the  fine  Nebraska  institutions 

will  drastically  decline  in  quality  or  close  altogether?,  Medicaid 

pays  57%  of  toJbtfl  costs.  ;  / 
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X  .lANfCK  AlJiAM 

Janice,  J5  ^ars  old,  is  profoundly  retarded,  epileptic, 
and  blind,  and  has  bad  severe  emotional  problems. 

At  ages  4  and  5,  danico  attended  the  Child  Developmental  ' 
Laboratory,  n  child  caro  footer  at  the  University  of  Nebraska 
(a  part  of  their  child  training  program)  . 

This  was  followed  by  attending  the  School  for  the  Blind,  then 
private  tutors  at  home.     Her  learning  development  waB  negligible 
and  she  was  shoving  emotional  problems. 

Janice  then  spent  several  months  at  the  BoBton  Center  for 
Emotionally  Disturbed  Blind  Children,  testing  at  the  famous 
Monningor, Clinic,  and  the  Nebraska  Psychiatric  Institute.  All 
three  advised  placing  Janice  in  an  institution  for  retarded  persons 

Janice  entered  the  Beatrice  State  Developmental  Center  at 

/ 

tty*  age  of  13  and  remains  there  at  35.     She  lives  in  a  cottaqe, 

/ 

sharing  a  room  with  one  person.     Janice's  speech  and  learning 
'ability  is  very  .limited,  but  she  has  two  interests,  swimming  and 
music.     She  has  her  own  piano  {plays  by  ear)  and  fvims  in  the 
Center.1  s  indoor  pool. 

Janice's  mother,  now  a  widow,  visits  her  weekly,     she  is 
comfortable  about  Janice's  individualized  programming SanaV6are 
and  feels  the  advice  to  place  Janice  in  a  str^ctu^etfliving  enViron 
ment  was  wise.     Janice's  behavior  problems  hffve  modified  and  she 
is  able  to  go  (escorted /'  because  of  ..her  blindness)   to  activities 
in  the-  Center's  auditorium,  park,  chapel  and  restaurant.  The 
Beatrice  State  Developmental  Center  is  truly  Janice's  home 
and  community. 
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UAVIU  SHAPUNU 

Oayid,  now  34,  was  a  normal  child  until,  at  17  months,  he 
had  meningitis  and  was  loft  mentally  reLarde^-'with  seizures. 

At  the  ago  of  7  ho  was  committed  to  the  Beatrice  State 
Developmental  Ceuter,  with  an  average  of  20  seizures  a  day,  and 
he  had  to  be  diapered  at  all  times. 

After  22  years  at'Uoatrice  State  Developmental  Center,  his 
seizures  were  under  coitrol.     Me  had  been  trained  in  janitorial 
services  and  had  aiae  worked  in  the  laundry  and  some  sheltered 
workshop  programs.  .  Ho  had  no  disciplinary  problems  and  got  along 
well  with  staff* 

The    court-ordered  de 'institutionalization  program  moved 
David  into  a  community  program,  where  he  lived  in  a  basement 
w^ith  no  fire  exit. 

'In  the  community  program  many  problems  arose.     Four  years 
later  nis  seizures  were  no  longer  controllable,  and  his  final 
evaluation  papers  reported  he  was  a  constant  problem,  hard  to 
manage  and  uncooperative. 

David  was  then  admitted  to  a  church-sponsored  residential 
instituti^u     At  the  end  of  the  first  year  he  no  longer  has 
seizures  nor  behavioral,  problems,  is  happy,  and  is  working  in 
a  rug-making  program*  *  f> 

Without  the  Medicaid  program,  David,  at  best,  would  Joe  an 
unhappy  man  in  a  community  program;  at  the  worst,  he  might  be 
vegetating  at  homo,  feel  unproductive  and  completely  frustrated. 

The  great  fear,  expressed  by  his  parents  (now  retirement 
age) ,  lb  that  Medicaid  funds  might  be  cut  off  by  passing  S.  2053 
and  that  David  might  some  day  become  a  streeb  person.     There  is 
no  other  family  member  to  assume  his  care. 
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KATHY*  NORTON 

Kathy  began  school   in  a  spec  in  J  program  in  Kent,  Washington. 
After  hoi-  paroiuts  moved  to  Nebraska,  Kathy  was  admitted  to  the 
Uoauice  liUiLi*  neve  J upmentaV  ConLor  at  the.  ago  of  oight.  She 
was  diagnosed  as  re  Larded  with  behavior  problems. 

Kathy  was  making  good  progress  throughout  her  10  years  at 
the  institution.     However,  whon  she  was  IB,  hor  parents,  bowing 
to  the  dc-lusti tutronalization  movement  and  the  court  decree,  con- 
sented to  having  her  enter  a  community  program. 

In  the  community  program  she  regressod,  becoming  a  severe 
behavior  problem,     She  was  disciplined  by  being  locked  in  a  closet* 
At  the  op. J  ot  a  year  she  was  moved  to  an  institution  for  the  men~- 
taliy  ill  where  she  regressed  even  more.     Through  the  pleas  of  her 
paronls  (she  wa^  returned  after  6  months  to  the  Beatrice  Stat^ 
Developmental  ckmter. 

At  the  lieatPAco  State  Developmental  Center  ' i^took  her  many 
months  to  get  back  \o  the  functioning  \evel  at  w/iich  she  loft  the 
institution.     She  continues  tJ  improve,  isKap£y,  and  enjoys  the 
campus  activities.     Hor  parents  and  the  professionals  believe  the 
structured  environment  best  fits  her  needs. 

For  Kathy,  Beatrice  state  Developmental  Center  is  her  home, 
her  community.     S.  '2053,  by  closing  or  causing  a  reduction  in 
quality  programs,  would  be  a  devastating  blow  to  Kathy. 
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PHILLIP  UNHUSiliN 

•    Phillip,  now  37,  was  diagnosed  as  trainable,  and  ho  attended 
a  parochial  school  ! or  several*  years.     His  father  was  a  prominent 
architect  and  his  mother,   finding  no  school  facilities  in  the 
city  for  children  such  as  tyer  son,  was  the  chie£  instigator  of 
early  community  programs  for  tho  retarded,*    These  oarly  programs 
were 'run  primarily  by  tho  parontB.     Mrs.  Enersen  has,  through  the 
years,   received  many  high  honors  and  awards  for  her  over  25  years 
of  actively  working  for  all  retarded  persons. 

Phillip,  after  attending  a  training  school  in  St.  Louis, <went 
to  the  Holy  Angels  School  in  Shreveport,  Louisiana,  until  his  early 
twenties.  ■ 

llo  returned  homo  to  take^  part  in  new  community  programs  that 
had  been  started  for  adults  to  prepare  for  simple  factory  work. 
The  plan  was  tor  him  to  live  at  home  while  he  learned  these 
skills. 

Undo;:  the  stress  of  the  program,  Phillip  regressed  alarming- 
ly, resulting  in  a  nervous  breakdown. 

After  psychiatric  care  and  some  trying  times  for  him,  he 
was  accepted  at  the  Martin  Luther  Home  facility,  which  receives  ' 
Medicaid  funding.     He  has  been  a  resident  there  for  10.  y^ars  and 
is  doing  well.  •         \  ■ 

Because  of  early  training,  exceptionally  good  manners,  and 
gooct  appearance,  professionals  and  his  parents  'feel  that  h\s 
abilities  have  often  been  overestimated.     Phillip  has  a  friendly 
nature  and  was  once  prey  2d  upon  by  unscrupulous  persons  in  a 
laundromat . 

Phillip  needs,  and  has  the  right  to  have,  a  sheltered 
environment  that  give*  him  health,  happiness  and  protection. 
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MATTIIKW  CNAWFOKU 


Matthew  is  22  years  old  and  profoundly  jotarded.     He.  lived 
at  home  with  2  brothers,   2  sisters/  his  mother  ani  father  until 
age  14,  when  he  entered  the  Beatrice  state  Developmental  Center. 
Me  pioneered  a  nursery  school  for  the  mentally  retarded       (  9 
^       from  aye  3,  and  as  the  kids  grow  older,  tho  program  served  more4*  and 
more  children  and  eventually  evolved  into  the!  public  high  8chW>i 
program.     Before  the  public  sector  took  over  tine  school ,  the  parents 


bake  sales,  garage  sales,  volunteer  help,  toker^  wages  for  the 
teachers,  ^  \ 

Matthew  got  along  fine  at  home  during  early\^ childhood.  It 
wasn't  until  he  got  to  be  12  or  13  that  he  grew  increasingly  appre- 
hensive and  leaa  happy.    .At  the  same  time,  his, brothers  and  sisters 
were  at  home  leas  and  there  were  many  errands  and  activities 
which  were  disruptive  to  Matthew's  peace  of  mind.     It  became 
apparent  that  Matthew  needed  a  highly  structured  environment. 

His  1Q  is  not  measurable  since  Matthew  does  not  have  the 
prerequisite  skills  to  take  the  test;  he  is  considered  to  be 
profoundly  retarded;     He  has  no  speech  at  all. 

Mattf.ew  is  a  cute  little  man,  blond  hair,  brown  eyes, 
5'^"  tall.     He  has  a  remarkable  sense  of  humor  for  a  severely 
handicappod  guy;  people  liko  him.     His  behavior  is  generally  / 
good  and  he  seems  to  be  quite  happy.     The  things  most  important/ 


\ 


/ 


/ 
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to  Matthew  aru  an  %«rou  clad  uclwrlulq,   familiar  surroundings, 
and  familiar  people,    he  likes- rock  and  loll  music  and  .swimming* 
Me  is  difficult  to  motivate  because  we  have  not  discovered  any- 
thing else  he  really  enjoys  doing.     He  takes  pre-vocational 
training  which  teaches  sorting  and  simple  assembly  skills,  but 
he ^requires  continuous  prompting. 

At  the  Beatrice  Statue  Developmental  Center,  he  is  able  to 
move  about  familiar  areas  of  the  campus,  independently.  At 
hefmo,  ho  has  to  stay  in  his  own  yard.     He  has  no  fear  of  environ- 
mental hazards,  no  requires  constant  supervision,  .especially  on 
a  home  visit. 

Because  he  hai,  no  speech,  his  parents  believe  that  he#is 
safe  in  an  institution  which  is  always  open  for  inspection  for 
visitors  or  staff  and  where  ho  cannot  get  lost.  t 

Matthew's  progress  is  evaluated  yearly  by  his  entire  team, 
more  frequently  by  direct  staff.     The  team  met  February  6  and 
determined  that  Matthew  was  properly  placed  and  should  remain 
at  Beatrice  Statue  Developmental  Center. 

/ 


a? 


9 

ERIC 


\ 


82 


Community  Living  in  fjoldum  Integrated  Li.vincj 
Cor  Severely  Mentally  Retarded  Persons 

"Community"  living  for  the  L-etardod  has  been  touted  as 
the  golden  pathway  loading  to  a  lifetime  of  pleasant  associations 
with  normal  persons,  ( 

Yet,  within  my  own  city,  Lincoln,  Nebraska,  many  retarded 

adults  have  littlo  or  no  participation  in  activities  with  normal 

adults..   Here  is  a  description  given  to  me  by  a  Sunday  achool 

teacher  of  retarded  person  living  together  in  a  group  home; 

The  retarded  persons  in  my  Sunday  school  class  have  little 
contact  with  uormai  persuua  other  tnan  staff.     Tney  live, 
eat,  play,  study  and  work  only  with  other  retarded  persons 
in  the  community.     They  live  In  group  homes,  with  OTHER 
RETARDED  PERSONS .     They  go,  during  the  week,   to  sheltered 
workshops  for  RETARDED  PERSONS  only.     In  the  evening  they 
may  have  special  classes,  held  for  RETARDED  PERSONS,  or 
(   they  may  attend  the  special  weekly  recreational  event,  FOR 
RETARDED  PERSONS;  occassionally ,  on  dates  selected  by  the 
bowling  alley  operator,  th'ey  all  go  bowling,  using  only 
lanes  designated  for  the  retarded  group,    fhey  sometimes 
go  to  movies  or  other  ontertainment ,  but  escorted  by  staff 
or  volunteers,  as  they  did  at  the  institution. 

Unfortunately,  for  those  less  retarded,  who  are  allowed 
to  go  out  without  supervision,  there  is  the  risk  ot  being  either 
the  victim  of  crime;  or  of  unwittingly  committing  a  crime. 

Note  this,  from  a  Tall  1983  seminar  on  "Jail,  the, New 
Institution  for  the  Mentally  Retarded?":  •. 

It  was  estimated  that  700  developmentaliy  disabled  persons 
entered  the  criminal  justice  system  in  Nebraska  during  1982. 
There  are  106  developmentaliy  disabled  persons  in  prison 
in  Nebraska. 
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Thin  statement  brim/Li  to  inUul  Lho  prophetic  statement  of  a  judge 

several    years  ago,  when  Beatrice  was,  by  court  decree,  being 

emptied  of  the  mild  and  moderately  retarded. 

if  you  «koep  emptying  institutions  for  the  mentally  retarded, 
you'll  find  yourselves,  Someday,  building  penal  institutions 
instead . 

Voi  many  residents  of  Heat  rice  State  Developmental  Center, 
placoinont  in  the  community  would  moan  restriction  to  a  city  block, 
instead  of  a  640  acre  campus,  whore  they  had  easy  aoooaa  to  the 
institution's  restaurant,  gift  shop,  beauty  shop,  gym-auditorium- 
theatre  combination,  hospital,  park,  jchapel,  etc. 

There  has  been  a  groat  deal  of  speculation,  conversation 
and  misinformation  about  tie  comparative  coats  of  serving  mentally 
retarded  persona  at  the  Uoa trice  State  Developmental  Center,  as 
compared  with  cominun i  ty- based  programs. 

In  view  of  this,  in  1980,  the  Nebraska  Institutions  and 
Welfare  Departments  commissioned  Touch  Ross  &  Co.   to  do  a  study 
(which  they  believe  to  be  a  first  study  anywhere),  which  would 
give  the  comparative  costs  of  caring  for  people  with  approxi- 
mately the  sane  levols  of  retardation  in  the  community  and  in 
an  institution.     The  costs  at  Uea trice  and  in  the  community 
programs  xn  each  ot  Nebraska's  six  mental  retardation  districts, 
were  oxaminod. 

As  a  result  of  that  study,*,  Toucho  Ross  reported  that  costs 
of  HIGH  NEED  clients  were  higher  in  the  two  regions  containing 
the  two  metropolitan  areas  of  the  state  (Lincoln  and  Omaha); 
but  lower  in  the  other  regions.     It  is  significant  to  note 

*See  attachment 
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that  VKUY  l-'KW  hi<|l    :u»iul        nons  wore  boing  servod  in  those  outlying 
rocj  ions,     Nevertheless,  in  the  two  regions  serving  the  high  need 
individuals,  <:ost  at  Ucg  ion  5   (L6  counties  including  city  of  Lincoln) 
woo  $21,000;   m  iu«j  ion  ()   (5  counties  including  city  of  Omaha), 
$21,  700;   and. at  the  Beatrice  institution,  $19,600.     In  the  other 
regions  coots  ranged  from  $9/700  to  $16,800  each  year. 
What  wiil  be  the  net  effoct  of  s.  2053? 

Nebraska  has  done  an  exceptional  job  in  providing  community 
based  programs.     The  impact  on  the  population  remaining  in  the 
institutions  is  significant— of  n  population  of  461  at  Beatrice 
State  Developmental  cont#rs  86%  oC  the  residents  are  profoundly 
or  severely  retarded;   175  are  non-ambulatory?   65  persons  are 
totally  blind;   2j7  have  hearing  impairments,   9  being  profoundly 
deaf;  2{)Z  of  the  461  have  no  speech — only  58  have  fairly  normal 
speech  skills;  213  are  epileptic;  120  receive  psychiatric  care. 
S.  2053  would  send  these  toiks  "across  a  state  which  has  large 
areas  which  are  designated  by  the  federal  government  to  be  primary 
medical  care  shortage  areas   (see  attachment)  .     The  western  two-third's 
Of  the  state  lacks  experts  of  all  t^pes,  physical  therapists, 
occupational  therapists,  speech  therapists,  etc. 

The  Joint;  Commission  on  Accreditation  of  Hospitals  accredited 
Beatrice  Ktate  Developmental  Center,  if  deprived  of  Medicaid  funds, 
would  not  be  able  to  adhere  to  criteria  for  accreditation  and 

( 

would  probably  become  a  warehouse,  a  custodial^  facility  only.  1 
In  Nebraska >  with  only  one  million  taxpayers,  we  are  saddled  s 


*See  attachments 
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with  <\  very  high  pn*|H»r t y  tax,  iiahn  tax,  income  tax,  ^in'taxos, 
gas  taxes,  taxes  act  infinitum  I 

Can  we  really  afford  to  discard  four  residential  facilities 
lor  the  Mentally  retarded?  Nebraska  taxpayers*  a  f  ford  to 

build  or  replace  complete  Uicilitios  for  905  mentally  retarded  * 
persons? 

The  present  Medicaid  law  encourages  and  allows  the  states 
to  bring  their  institutions  up  to  modern  acceptable  standards 
of  care,     It  also  provides  the  states  the  opportunity  to  serve 
the  severely  handicapped  in  an  integrated  setting  through  use 
of  the  Medicaid  waivor.     A  rocont  Supreme  Court  decision  affirmed 
the  rights  of  the  state  to  care  for  the  disabled  in  institutional 
settings.     Right  now,  25  states  are  using  Medicaid  funds  in 
community  programs  through  the  Medicaid  waiver  program . 
What  if  S.  2053  boomerangs? 

With  Medicaid  funds  phased  out  of  the  institutions,  the 
ptateA'will  have  to  assume  the  total  cost.     If  states,  having 
increased  the  mental  retardation  budgets  to  make  up  for  the  lack 
of  federal  funds  to.  institutions,  cannot  afford  to  build  new 
conimunity  residences,  the  net  effect  on  the  retarded  people  will 
not  be  desirable.     The  institutions  wiLl  probably  dy line  in 
quality  arid  movement  to  community  will  slow  down  or  stop  altogether 
because  of  limited  local  funds! 

In  Nebraska,  our  group  homes  all  receive  title  XX  monies. 
If  S.  2053  passes,   these  will  all  be  "grandfathered"  into  the 
title  XIX  program!     Again,  remember  that  a  title  XIX  waiver  is 
now  available  for  community  based  programs. 

Please  kill  S.   205  J ! 
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fcignty  percent  ot  the  populat  ion  of  the  nations  public 

res  j  Jon';  iu  i   facilities   is  compr  ificd  of  severely  and  profoundly 

*  i 

mentally  retarded  people--rQ's  ranging  from  'o-35.     Of  these 

residents,  4  J.h  have  additional  hand ic tipping  conditions.  The 
most  common  are  b  1  i  miners ,  acafnos«,    lack  c/f  tiny  speech,  epilepsy," 
cerebral  j*alsy  and  mental  illness*     Many  of  these  people  may 
never  walk,   talk,   hold  a  spoon,  comb  their  hair,  brush  thnir 
teeth,   bathe  or  toilet  themselves. 

Community  placement  may  offer  them  the  opportunity  of  inde- 
pendence, employment  productivity  and  community  integration  but 
these  people  are  unable  to  profit  from  the  opportunities* 

Institutions  in  Nebraska  are  designed  to  satisfy  the  various 
needs  ot  the  multiply  handicapped  mentally  retarded  residents. 
The  Boatrice  State  Developmental  Center. is  fully  accredited  by 
the  Joint  Commission  on  the  Accreditation  of  Hospitals.  The  ac- 
eommodations  are  ultramodern,  attractive,  and  air-conditioned.  The 
severely  hartdieapped  residents  are  protected  from  ordinary  hazards ■ 
The  swimming  pool  has  no  deep  end,  the  streets  have  a  15  mile 
per  hour  speed  limit.     The  non-ambulatory  residents  routinely 
attend  church  and  Scouts  and  other  activities  in  wheelchairs  or 
mobile  beds.     If  S.  2053  is  enacted,  57%  of  the  funds  will  be 
removed  from  this  fine  facility.  '  Quality  services  will  be  replaced 
,  by  custodial  services  only,  and/or  the  place  will  have  to"  close 
because  state  and  local  taxes  cannot  be  stretched  any  further  to 
make  up  the  difforence. 
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Then*  .11  v.-  no  t i , i v. •  i  wlni'li  iiiuvi'  thai:  community  placement 
lb  beneficial  to  the  severely  and  .profoundly  retarded  who  are 
alien  multiply  handicapped. 

There  are  no  dota^hich  prove  it  is  cheaper  to  serve  these 
severely  handicapped  at  an  integrated  site. 

The  present  Medicaid  Law  eneouragos  and  allows  the  states 
to  bring  their  inst itutiuns  up  to  modern  acceptable  standards  of 
care.     It  also  provides  the  states  the  opportunity  to  serve  the 
severely  handicapped  in  an  integrated ' setting  through  use  of 
the  Medicaid  waiver,     A  recant  Supreme  Court  decision  a  I7  firmed 
the  rights  of  the  states  to  care  for  the  disabled  in  institutional 
settings.     Right  now,  25  states  are  using  Medicaid  funds  in 
co nun u in i t y  prog r ams  through  the  Medicaid  waiver  program «  s 

With  Medicaid  tunds  phased  out  of  the  institutions,  the 
states  will  have  to  assume  the  total  costs.     If  states,  having 
increased  the  mental  retardation  budgets  to  make  up  for  the 
lack  of  federal  funds  to.  institutions,  cannot  afford  to  build 
new  community  residences,  the  net  effect  on  the  retarded  people 
will  not  bo  desirable.     The  institutions  will  probably  decline  « 
in  qualify  and  movement  to  community  will  slow  down  or  stop 
altogether  because  of  limited  local  funds! 

If  Medicaid  funds  are  already  available  for  community  based 
programs  are  now  being  used  by  25  states  for  community  mental 
retardation  services,  then  what  is  the  purpose  of  this  bill? 
Its  sole  purpose  is  to  close  institutions. 
Kill  S.  2053. 
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The  synopsis  ot  \>\ uf  nun )  onu  I   journal  articles  following 
supports  the  testimony  here  presented. 

"Normalization  Through  the  Normalization  Principles  Right  Ends, 

Wrong  Moans" 

Authors  John  M.  Throne 

Journal  Mental  Retardation,  October  1975,  pp.  23-25. 

The  author's  point  is  that  the  normalization  principle 
presents  the  desired  outcome,  but  the  only  way  to  obtain 
that  outcome  involves  non-normal  or  specialized  treatment 
procedures  and  specialized  environments* 

"Cost  Comparison  of  Institutional  and  Community  Based  Alternatives 
for  Mentally  Retarded  Persons" 

Author t  James  C.  Intacjliata,  Barry  W.  Wilder,  Frederick  B.Colley. 

Mental  Retardation,  June  1979,  pp.  154-156. 

The  authors  compared  the ~costs  of  care  in  institutions  and 
group  homes,  family  care  and  natural  family.     The  natural 
family  was  found  to  be  the  cheapest  with  the  group  home 
the  most  expensive  of  the  community  options,  only  slightly 
less  than  the  institution  depending  on  the  severity  of 
disability.     Professional  treatment  such  as  physical  therapy 
was  significantly  more  expensive  in  the  comirunity  versus  the 
institution. 

"Cost  Benefit  Analysis  and  Mental  Retardation  Center  Funding" 
Authors  Jack  Bernard 

Mental  Retardation,  June  1979,  pp.  156-157. 

The  author  discusses  in  a  general  manner  the  very  favorable  pay- 
off to  society  as  a  wnole  for  investing  in  mental  retardation 
programs. 

"New  Long-Stay  Patients  in  a  Hospital  for  Mental  Handicap" 
Authors  Douglas (A.  Spencer 

British  Journal  of  Psychiatry,  1976,  Vol,  128,  pp.  467-470. 

The  author  describes  the  reasons  handicapped  individuals 
are  admitted  to  long-term  care  facilities  (e«g«,  behavior 
problems,  physical  infirmity  and  helplessness)  and  why 
long-term  care  facilities  are  the  only  reasonable  option 
for  their  care. 

/ 

"Assessments  of  Residential  Environments  for  Mentally  Retarded 

Adults  in  Britain"  v  . 

Authort  Mary  Dalgleish 

Mental  Retardation,  Vol.  21,  No.  5,  pp.  204-208. 

The  author  compared  the  services  to  mentally  retarded  indi- 
viduals from  large  older  institutions  to  newer  smaller  hostels.  \ 
'  The  comparisons  revealed  that  the  older  institutions  cared 
for  the  most  impaired  (physically  and  behaviorally )  and  were 
less  homelike  than  the  new  hostels.     Comparisons  of  coGt 
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and  size  ckjuUI  not  l*j  iiutdt)  in  any  meaningful  way  because 
of  the  differences  in  cl i out  type  served.    The  author 
concludes  that  the  quality  of  care  is  dependent  on  more 
.than  just  the  physical  surroundings . 

" Deinst..tut  ionalizat  ion  :*  Too  Wide  a  swath" 

Author?  John  M.  Throne 

. 'ental  Retardation  Journal,  March  1979. 

The  author  discusses  the  fallacies  of  the  deinstitutionalization 
movement  pointing  out  that  families  are  institutions  also 
and  that  research  does  not  indicate  that  group  homeE  are  better 
or  worse  thi?n  large  institutions.     He  points  to  the  ^relevance 
of  operant  procedures  in  management,  administration  and  • 
training  as  the  moat  productive  path  to  pursue* 

"A  50-State  survey  of  the  Current  Status  of  \Residential 

Treatment  Programs  for  Mentally  Retarded  Offenders" 

Author:  George  C.  Denkowski,  Kathryn  M.  Denkowski,  and  Jerome  Mabi 

Mental  Retardation,  Vol.  21,  No.  5,  pp.  197-203. 

The  authors  investigated,  via  a  survey,  Ithe  services  for 
mentally  retarded  criminal  offenders.     Tfhey  found  a  few 
(185)  beds  available,  in  community  settirigs  across  the 
country,  but  they  served  clients  with  mipor  low  frequency 
aggressive  behaviors.     The  more  difficult  mentally  retarded 
offenders  are  served  in  institutions  (73  f)  .     By  1983,  the 
authors  estimate  that  there  will  be  lOWrbeds  available 
whereas  as  many  as  15,°000  beds  are  needed 

"Living  in  the  Community 11 

Author:  Sharon  Landesman-Dwyer 

American  Journal  of ^Mental  Deficiency,   1981,  Vol. 86,  No.  3,  pp. 223-334, 
The  author  provides  a  very  objective  and  articulate  evaluation 
of  service  options  for  mentally  retarded.  \  She  reviewed  the 
literature  on  the  pros  and  cons  of  institutional  and  community  . 
living.     Finally,  she  provides  four  succinct  and  thoughtful 
suggestions  for  future  development  and  evaluation  of  mental 
retardation  services.  . 

"Relationship  of  Size  to  Resident  and  Staf.T  Behayibr  in  Sma^l.. 
Community  Residences"  \  >  • 

Author:  Sharon  Landesman-Dwyer ,  Gene  P,  Saokett,  \Jody  Stein 
Kleinman  *  \ 

American  Journal  of  Mental  Deficiency,   1980,  Vo.  85,  Np.  1;  pp.  6-17* 
The  authors  examined  the  commorily  accepted  belief  that  smaller 
(i.e.,  less  people/fewer  people)  were  better  \than  more 
congregate  living  environments.     This  was  no t\  found  to  be 
the  case.     In  the  larger  facilities  there  was!  more  social 
behavior  between  the  residents  and  reciprocal^  f  rierjdships 
than  in  the  small  facilities.     Resident  be*hav»or  on  the  whole 
was  more  related  to  variables  such  as  social  interaction  patterns. 

"individual  Community  Placement  of  Deinstitutionalized  Mentally 
li«*arded  Adults:  Some  Personal  Concerns"  1 
Author:  Me.j/iiyn  Ajiinger,  Bruce  Growick,  and  Kaye  BoUnsky 
Mental  Retardation,   1979.  \ 

As  the  title  suggests  this  was  basically  a  follpw-up  evaluation 

of  the  effects  of  community  placement. 
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Senator  Diihknhkrukr.  T  would  just  note  for  the  record  that  at 
your  request,  1  called  Ms.  Crawford  and  visited  with  her  on  the 
telephone  last.  Friday,  and  I  trust  that  we  can  accommodate  the 
views  of  as  many  people  outside  this  room  and  outside  the  financial 
ability  of  making  the  trip  to  Washington  as  part  of  thiu  record 

bo  thank  you  very  much  for  being  here. 

Senator  Pkf.i..  Thank  you. 

Senator  Durenbergkr.  Our  first  two  witnesses  are  a  panel  con- 
sisting ol  David  Braddock,  who  is  director  of  the  Evaluation  and 
Public  Policy  Division  of  the  National  MR/DD  Expenditure  Analy- 
sis project  at  the  Institute  for  the  Study  of  Developmental  Disabil- 
ities m  Chicago,  III.,  and  Karen  Green-McGowan,  who  is  a  regis- 
tered nurse  and  a  consultant  from  PeuchUee  City,  Ga 

Is  Karen  here?  • 

[No  response.) 

Senator  Dukenbkkokk.  She  must  be  caught  in  the  traffic  outside 
the  hall.  •  • 

Well,  Mr.  Braddock,  why  don't  yo^u  proceed  with  your  testimony 
We  appreciate,  very  much  your  being -here.  Your  full  statement  will 
be  made  part  of  the  record  of  this  hearing.  '  s 

STATEMENT  OF  DAVID  BRADDOCK,  PH.  D„  DIRECTOR,  EVALUA- 
TION AND  PUBLIC  POLICY  DIVISION,  INSTITUTE  FOR  THE 
STUDY  OF  DEVELOPMENTAL  DISABILITIES.  UNIVERSITY  OF 
ILLINOIS  AT  CHICAGO,  CHICAGO,  ILL. 

Dr.  Braddock.  Thank  you,  Mr.  Chairman. 

I  appreciate  the  opportunity  to  appear  before  you  and  the  other 
members  of  the  committee  today.  I  too  share  Senator  Exon's  con- 
cerns that  whatever  is  to  come  out  of  the  introduction  of  S.  2053,  a 
cautious  balanced  approach  is  the  best  step. 

I  also  feel  that  I  can  best  contribute  to  the  deliberations  on  this 
important  bill  by  primarily  sharing  with  you  information  that  we 
have  recently  collected  and  partially  analyzed  in  relation  to  an  ex- 
penditure analysis  project  that  has  looked  at  comparative  commu- 
nity versus  institutional  expenditures  in  the  United  States  over  the 
last,  h  years. 

I  believe  that  the  fiscal  record  demonstrates  that  a  major  fiscal 
incentive  to  spur  the  development  of  community  service*  in  the 
United  States  is  appropriate,  and  if  but  one  single  thing  comes  out 
of  the  introduction  of  S.  205H  I  believe  that  it  should  be,  and  I  be-  . 
Ueve  that  the  fiscal  record  demonstrates  that  it  should  be,  a  major 
national  fiscal  incentive  to  spur  the  development  of  those  commu- 
nity services. 

In  brief,  let  me  highlight  a  few  of  the  most  interesting  findings  of 
the  research  we  recently  completed  in  part. 

This  is  a  line  chart  depicting  the" growth  of  Federal  MR/DD  ex- 
penditures in  the  aggregate  as  compared  to  the  total  Federal 
budget,  both  nondefense  and  defense  components.  It  is  contained  in 
the  written  testimony  that  I  handed  out,  if  you  don't  have  a  good 
view  of  this  ehaft. 

In  brief,  since  fiscal  year  10KQ,  MR/DD  expenditures  in  the  ag- 
gregate m  the  United  States  as  a  percentage  of  the  total  Federal- 
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budget  have  nol  grown,  and  for  fiscal  year  1984,  for  the  first 
time- — 

Voice.  Excuse  me,  Mr.  Chairman.  Could  the  witness  please  iden- 
tify the  page  number? 
Senator  Duuknrkkgkk.  Page  8. 

Dr.  Bhaddock.  The  percentage  of  the  total  Federal  budget  occup- 
pied  by  MR/DD  programs  in  the  aggregate  is  approximately  three- 
tenths  of  1  percent  of  the  total  budget.  And  as  I  indicated,  in  1984, 
for  the  first  time  in  many  years,  we  see  an  actual  decline  in  that 
figure. 

The  second  point  I  would  like  to  make  is  with  respect  specifically 
to  the  ICF/MR  program.  Over  the  last  8  years  approximately  $12.9 
billion  in  Federal-share  ICF/MR  expenditures  has  been  issued 
under  reimbursements  for  this  program  by  the  Federal  Govern- 
ment  in  both  institutional  and  community  settings.  Eighty-two  per- 
cent of  these  moneys  have  flowed  intb  State  treasuries  which  were 
reimbursements  for  services  in  public  institutions  for  the  mentally 
retarded.  Eighteen  percent  of  this  $12.9  billion  were  reimburse- 
ments to  community  programs  and  services  of  all  varieties,  shapes, 
sizes,  and,  of  those,  three  quarters  of  those  community  programs 
were  private  ICF/MR  operations. 

Moving  along  quickly,  the  comparative  relation  between  institu- 
tional and  community  programs  is  rather  starkly  in  favor  of  the 
institutional  support  received  by  the  ICF/MR  program  in  State  in- 
stitutions. 

In  1977  the  figure  was  about  $45  million,  versus  nearly  $700  mil- 
lion in  institutions;  in  1984  the  figure  is  approximately  $600  mil- 
lion for  community  programs,  and  over  $1.8  billion  in  institutions. 

Senator  Durenbergkr.  You  are  going  to  have  to  move  very 
quickly.  ' 

Dr.  Braddock,  All  right, 

Let  me,  then,  sum  up  with  a  couple  of  points: 

Over  the  last  8  years  the  Federal  Government,  through  the  ICF/ 
MR  program  and  the  State  governments  through  general  fund  and 
special  fund  expenditures  and  through  title  XX  have  spent  more 
than  twice  as  much  in  public  institutions  in  the  United  States  than 
in  community  services.  / 

If  State  service  system  configurations,  which  display  quite  domi- 
nant institution-oriented  characteristics,  are  to  be  shifted  in  a  sig- 
nificant way,  a  major  kind  of  a  fiscal  incentive  needs  to  be  adopted 
at  the  Federal  level  to  encourage  them  to  do  so,  if  this  is  to  happen 
within  the  next  10  to  15  years  at  a  rate  which  I  believe  many  and 
perhaps  most  professionals  and  parents  would  agree  is  an  appropri- 
ate speed. 

In  closing  I  would  like  to  say  that  I  support  this  bill  in  principal 
in  terms  of  the  fiscal  incentive.  I  believe  the  fiscal  incentive  pro- 
posed is  too  brief  and  believe  it  should  be  for  perhaps  7  years  with 
one  renewable  5-year  term  thereafter. 

I  would  also  like  to  endorse  the  deeming  of  ACMRDD  and  other 
national  accreditation  standards.  And  in  conclusion  I  would  like  to 
raise  a  bit  on  the  negative  side  a  concern  about  its  litigiousness 
and  the  fact  that  it  requires  quite  excessively  redundant  audits  of 
State  performance,  Thank  you. 

| Dr.  Braddock  \s  prepared  statement  follows;) 
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STATEMKNT  uK  DAVID  B HADDOCK,  Ph.D.  ON  S . 2053 
THE  COMMUNITY  AND  FAMILY  LIVING  AMENDMENTS  OF  1983 


I  am  David  Braddock,  Director  or*  the  Evaluation  and  Public  Policy  Division 
at  the  University  of  Illinois  at  Chicago's  Institute  t'or  the  Study  of'  Develop- 
mental Disabilities,  Thanit  you,  Mr.  Chairman  and  Members  ot  the  Subcommittee 
tor  the  opportunity  to  appear  before  you  today  on  S .  2053 . 

The  importance  of  my  own  personal  view  on  S.2053,    however,    poles    by  com- 
parison   with    the  many  organized  interests,  parents*,  and  professionals  who  will 
be  appearing  before  you  later  today.     I  will  therefore  limit    the    scope    of  my 
l  comments    to  providing  a  brief  fiscal  description  of  historical  and  contemporary 

\     •  trends  in  Federal  and -state  MH/DD  expenditures,  witb  an  emphasis  on    the  ICF/MR 

program.  I  wiLL  also  try  to  separate  fiscal  facts  from  editorial  opinion  and 
clearly  label  the  later  as  such. 

This  testimony  has  three  parts.  First,  a  few  preliminary  results  of  a 
nationwide  analysis  of  Federal-State  MR/DD  expenditures  are  summarized,  tn  Part 
Two,  Charts  illustrating  aomc  of  the  major  points  in  part  One  are  presented. 
Refer  to  these  as  you  go  through  Part  One.  Part  Three,  "Suggested  Client 
Relocation  and  Facility  Phasedown/Closure  Guidelines"  is  the  product  of  an 
Institute  effort  jointly  funded  by  the  State  of  Illinois'  DMHDD  and  the  Federal 
Government's  Administration  on  DD  and  Administration  on  Aging. 

THE  MR/DD  EXPENDITURE  ANALYSIS  PROJECT 

j 

The  "Expenditure  Analysis  Project"  is  an  analysis  of  MR/DD  funding  in  the 
50  states  and  by.  the  Federal  Government.  In  collaboration  with  the  Council  -  of 
State  Governments,  and  supported  in  part  by  a  24-month  Project  Grant  of  National 
Significance  from  the  Administration  on  Developmental  Disabilities,  the  Project 
is  analyzing  the  record  of  MR/DD  expenditures  in  the  state  executive  budgets  of 
each  of  the  50  states  for  the  last  eight  years  (FY  1977  -  '84).  Federal  Gov- 
ernment MR/DD  spending  for  79  programs  is  being  analyzed  over  a  fifty-year 
period  (FY  1935  -  '84), 

The  prime  purpose  of  the  project  ia  to  develop  and  teat  a  methodology  for 
accomplishing  annual  or  biennial  updates  of  MR/DD  spending  trends  in  the  states 
and  nationally.  Other  purposes  are  1)  ascertaining  comparative  net  state 
general  fund  expenditures  for  community  services  compared  to  institutional 
services  funding  in  the  50  states;  2)  projecting  if  or  when  fiscal  parity  has  or 
will  be  achieved  in  each  state  between  community  and  institutional  services 
expenditures;  3)  correlating  growth  in  MR/DD  state  expenditures  vith  the  pres- 
ence or  abspnce  of  litigation,  state  deinstitutionalization  patterns  and  indices 
of  state  fiscal  capacity, 
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'  Analytic  Procedure 

The  50-State  Study 

-The    procedure    being    used  to  obtain  MR/DD  state  expenditure  data  has  three 
step*.     First,  we  obtained  enough  published  state  executive  budgets     to  address 
^    period  intended  analysis:     H  1977  -  1984.     (Most  budget  documents  ob- 

ained  reported  expenditure  figures  for  the  preceeding  one  or  two  tiacal  years.) 
Chen  each  budget  document  was  inspected  for  relevant  MR/DD  content.  The  r  - 
.vant"  MR/DD  sections  of  the  budget  were  duplicated  and  filed  on  a  state-by-state 

The  second  step  involved  constructing  a  "general  state  MR/DD  ledger"  for 
e.ch  tate  using:the  same  terminology  employed  by  the  state  in  the  presen  at  on 
of  its  executive  budget.  Again,  the  .ledger  covered  the  FY  197  7  -  84  turn  pe 
riod  To  make  analysis  manageable,  'initial  attention  was  focused  on 
recapitulating  a  summary  of  the  principal  state  agencydes)  operating  expend- 
iture* for  MR/DD  state  institutions  and-  community  program.  This  reters  to  the 
tun  ion.  state  agency  equivalents  of  the  MR/DD  division  of  Cusua  ly)  the 
Department  of  Mental  .Health  and  Mental  Retardation.  Title  XX  "J  lCJ'«  re 
bursement  data  were  also  obtained.  Special  Education  and  SSI/SSDI  funds  are 
excluded  from  this  analysis  at  this  time. 

The  third  step,  now  nearing  completion,  consists  of  implement in,.a  compara- 
tive expenditure  analysis  to  ascertain  which  operating  funds  have  been  deployed 
in  the'  eF  w  en  FY  197  7  to  FY  1984  for  the  provision  of  (W/DD  coaonun  y 
ervicesi  snd  which  fund,  have  been  deployed  to  .  fund  the  operation  o  tate- 
MR/DD  institutions.  The  published  state  budgets,  of  ourse  lnP«5*ec^ebre^e 
out  community  snd  institutional  MR/DD  expenditure  igures.  ™«"f°";  ™ 
nrniect  staff  have  had  extensive  contacts  with  state  fiscal  and  program  person 
Zl  to  ob  "in  and  verify  expenditure  data-  This  haa  required  mail  snd  telephone 
Surveys  of  the  medical  assistance  and  social  services  bureaucracies,  in  addition 
to  the  state  mental  health/DD  agencies. 

Procedure:    The  50-Year  Analysis 
of  Federal.  MR/DD  Expenditures 

A  second  major  component  of  the  project  is  an  extension  and  expansion  of  my 
1955-73  stud,  o£  MR/DD  expenditures  by  the  Federal  Covenant.  Data,  which  are 
oriL cil based  on  agency  administrative  records,  have  been  obtained  trom  a 
surCev  o  approximately  75  agency  contacts  throughout  the  federal  bureaucracy 
Cost  'analyst  e  hn  ques  have  been  applied  to  79  key  programs  with  »V«ni£icant 
lr  h  hiti»  service,  income  maintenance,  and  construction  missions  in 
£  \ Seir^ral-level  spreadahe,,.  has  beendeve loped^Cting 
MR/DD  nxP»nditur»s  bn.innins  with  lh-  Works  Process  Administrate  <WPAJ  in 
^ttutional  construction  program  in  193S  and  coming  torvord  up.  to  appropriations 
data  for  the  enacted  FY  1984  budget. 
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As  with  the^  state-by-state  fiscal  analysis,  che  data  have  been  entered  into 
a  computer  anddeflated  into  constant  dollars.  Data  are  classified  according  to 
the  five-category,  classification  system  (research,  training,  services,  income 
maintenance  and  construction}.  The  data  are  also  organized  on  a  program-by- 
...program  and  agpncy-by-agency  basis.  The  result  yields  a  comprehensive  picture 
ot  federal  MR/DD  expenditures.  This  analysis  includes  a  complete  fiscal  history 
of  the  ICF/MR  program  and  or  other  major  and  minor  funding  sources  in  MR/DD  for 
which  the  Federal  Government  has  been  and  is  now  responsible. 

SUMMARY  OF* 
PRELIMINARY  RESULTS 


i.     DIMINISHED  RELATIVE  GROWTH  OF  FEDERAL  MR/DD  FUNDS 
(see  Chart  I) 

The  relative  share  of  Federafl  MR/DD  expenditures  as  a  percentage  or  the 
total  federal  budget  has  not  grown  since  FY  1981  and,  for  the  first  time  in  many 
years  diminished  slightly  in  FY  1984. 

2.     INSTITUTIONS  AND  ICF/MR  FUNDING 

[Eighty    thousand    MR/DD    individuals     live     in    95  state  institutions  with 
between  500  and  2,000  residents.  -Bruininka,  1982] 

2.1     Eight-Year  ICF/MR  Institutional  and  Community  Funding  Trends 
Most  ICF/MR  Funds  Support  Institutions 
(see  Chart  2.1) 

During  the  FY  19/7  -  '84  period,  312.9  billion  in  Federal  ICF/MR  reimburse- 
ments.were  paid-out.  Eighty-two  percent  of  these  monies  were  deployed  in  sup- 
port of  state  institutions;  only  18  percent  of  the  sum  was  reimbursement  for 
community  services.  About  three-fourths  of  the  "community"  funds  were  reimbur- 
sements of  private  ICF/MR  providers;  one-fourth  'of  the  community 'funds  went  fbr 
state-operated  community-based  ICF/MR  operations,  ' 
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2.2    Rapid  Growth  of  ICK/^R  Institutional  Funding 
( se  .  Chart  2.2) 

In  the  13-vear  period  of  the  ICF/MR  program's  operation  (FY  1972  -  '84), 
contributions  of' Federal  LCF/Mft  reimbursements  to  the  50  state  treasuries  grev 
explosively.  In  L 97 ^  LCF/MR  reimbursements  represented  seven  percent  of  total 
state-federal  expenditures  for  MR/DD  institutional  services.  By  19/9,  the 
Federal  ICF/MR  figure  exceeded  30  percent  and  was  headed  higher .  FY  1983  and  FY 
1984  ICF/MR  reimbursements  climbed  to  43  percent  of  total  state-federal  in- 
stitutional services  funds,  in  little  more  than  a  decade,  the  Federal  Gov 
eminent  had  assumed  nearly  one-half  of  the  costs  of  operating  the  Nation  s 
public  MR/DD  institutions. 

2.3    State  Funding  for  Institutions  Declines 
in  Constant  1977  Dollars 
(see  Chart  2.3) 

State  government  funding  of  MR/DD  institutions  from  own-source  revenues  has 
declined  since  1977,  while  Federal  ICV/MR  funds  have  grown  markedly.  Since 
institutions  are  experiencing  a  declining  census,  however,  resident  per  diem 
coats  have  ihcreaartd  from  $35.76  in  FY  1976;  to  386.22  in  FY  1982  ( Scheerenber- 
ger,   1976,  1982). 

2.4    Facility  Closures:    A  New  Trend 

The  convergence  of  normalization  tenets,  lawsuits,  tightly  constricted  state 
budgets,  and  a  declining  institutional  census  has  Led  a  number  of  states  to 
close  MR/DD  institutions.  Illinois,  Michigan,  Minnesota,  Pennsylvania  and 
California  have  completed  closures  of  one  or  more  institutions  since  1980. 
Additional 'closures  are  m-progress  in  Florida.  Maryland,  Illinois'.  Pennsylvania 
and  other  states.  Several  terminated  MR/DD  institutions  have  been  converted  to 
prisons . 

J.     COMMUNITY  SERVICES  AflD  ICF/MR  FUNDING 


3.1    Community  Funding  is  Crowing 

i.>deral-share  community  services  ICF/MR  funds  expended  in  FY  1  97  7  amounted 
co  341). J  million.  fY  1984  reimbursements  for  community  UF,MR's  are  projected 
by  toe  statefl  to  be  Sb40  million. 
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3.2    The  Home  and  Community  Care  Waiver 

/ 

Federal-share  Community  ICF/MR  reimbursements  a3  a  percentage  of  total 
state-federal  expenditures  for  community  services  more  than  doubLed  from  b.3 
percent  to  14.7  percent  between  FY  1977  -  '80.  With  some  assistance  from  the 
Home  and  Community-Based  Care  Waiver  Program,  community  reimbursements  were 
projected  to  be  Zl%  of  total  Federal  1CF/MR  reimbursements  in  FY  1984. 

3.3    The  Predominance  of  State  Funding 
of  Community  Services 
<    (see  Charts  3.3) 

Excluding  Federal  SSI/SSDI  entitlements,  the  states  have  themselves  financed 
the  vast  majority  of  the  Federal-state  initiatives  in  community  services 
development  since  FY  197'/.  The  increasing  federal  reimbursements  for  in- 
stitutional services  has,  arguably,  freed-up  state  monies  for  community  ,deve iop- 
tnent.  Federal-share  Title  XX  (Social  Services  Block  Grant)  Funds  have,  however, 
declined  since  FY  1981  in  unadjusted  dollars  and  hover  around  the  5200  million 
mart.  Expressed  in  constant  1977  dollars,  Title  XX  (SSBG)  Funds  have  declined 
steadily  since  FY  1977. 

CONCLUDING  BJEMA&KS 

Over  the  last  eight  years,  Federal  and  State  governments  combined  spent 
more  than  twice  as  much  money  in  the  Institutions  than  in  the  Community.  In  FY 
1977,  $3.48  was  budgeted  for  combined  state-federal  institutional  expenditures 
for  every  dollar  spent  on  community  services  in  the  United  States*,  This  3.48/1 
ratio  has  been  more  than  halved  by  FY  1984  to  1.47/1.  Many  states  are  un- 
deniably pursuing  major  priorities  in  community  services  development  today. 
However,  the^  cumulative  impact  of  many  years,  in  fact,  decades,  of  radically 
unequal  ratios  between  institutional  and  community  spending  poses  formidable 
fiscal  obstacles  in  most  states.  Only  Nebraska,  Minnesota  and  Colorado  achieved 
spending  parity  between  the  institutional  and  community  service  sectors  over  the 
eight-year  period'  between  FY  1977  -  '84.  By  1984,  parity  in 
Institut iona 1/ Community  expenditures  had  been  achieved  by  only  seven  more 
states:  Florida;  Rhode  Island;  Montana;  New  Hampshire;  Vermont;  Ohio;  and 
Michigan,  whose  state  general  funds  for  community  services  grew  from  $14  million 
to  $135  million  betveen  FY  1977  -  84,  even  in  the  midst  of  near-depression 
economic  conditions. 


*The  ratio  is  predicated  on  the  following:  state  general  nnd  special  tund3; 
ICF/MR  reimbursements;  Title  XX-SSBG;  and  various  rederal  programs  such  as 
Developmental  Dicsbilit  ies,  GRAMPUS,  Medicare  reimbursements,   P.L.   89-31J,  etc. 
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S.2033,  Funding  Parity,  and  Rfrsponsib  Le  Deinstitutionalization 

In  my  personal1  vLevt  S .  20  53  will  make  a  major  contribution  to  the  well-being 
of  MR/DD  peopLe  and  their  famiLies  if  it  accomplishes  one  thing:  1  the  adoption 
of  a  substantial  fiscal  incentive  for  states  to  enhance  community  services.  It 
may  talce  at  least  another  decade,  or  more,  to  achieve  fiscal  parity  between 
Institutional  and  Community  Services  on  :i  national  basis  Li:  no  such  ICF/MR 
incentive  favoring  community  development  is  adopted.  Fiscal  parity  L  believe  i-3 
a  good  intermediate,  but  not  long-term  goal  for  the  nation  as  whole.  The  tem- 
porary five-year  period  for  a  5  percent  increase1  in  the  tCF/MR  match  for  com- 
munity placements  and  care,  as  proponed  in  S.2053,  is  definitely  a  step  in  the 
right  direction.  But  it  is  of  insufficient  duration  to  insure  the  kind  of 
smooth  transition  that  the  present  i iscaL  imbalances  of  the  highly  in- 
stitutionalized service  system  configurations  of  most  states  require.  I  would 
prefer  a  seven-year  provision  renewable  once  by  the  Secretary  of  the  DHHS,  or  by 
Congressional  action,  for  an  aaditional  five  year  term.  X  am  assuming  a  perma- 
nent incentive  would  be  politically  untenable  at  this  time.     I  hope  I  am  wrong. 

S.2053  would  entail  tfce  relocation  of  thousands  of  KR/DD  persons  and  the 
phasedovn  of  institutions.     The  inclusion  of  suggested  "relocation  and  facility 

phasedovn    guidelines"    as  a    preamble    or  through  administrative  regulation  is 

important.  Such  guidelines  need  to  be  particularly  sensitive  to  the  interests 
and  needs  of  MR/DD  individuals,  their  relatives  and  also  of  affected  employees. 
Such  guidelines  would  improve  the  appeal  of  this  legislation  to  the  groups  who 
would  be  most  affected  by  it.  We  have  recently  drafted  a  set  of  facility 
phasedovn-re ioca t ion  guidelines  in  connection  with  an  Evaluation  Division 
project  at  the  Institute  studying  the  closure  or  phasedovn  of  DD  institutions. 
I  have  attached  a  copy  of  these  preliminary  guidelines  for  your  review.  It 
appears  as  Part  III  of  this  testimony.  A  number  of  atates  now  have"  extensive 
experience  with  facility  phasedovns/  closures.  Knowledgeable  professionals  from 
these  states  should  be  consulted  by  the  Subcommit tpe . 

I  would  also  like  to  endorse  the  "deeming"  of  ACMRDD  and  other  profes- 
sionally recognized  nationwide  accreditation  systems.  This  would  promote  effi- 
ciency and  raise  program  standards. 

On  the  negative  side,  the  Bill  strikes  me  as  litigious  and  requires  exces- 
sively redundant  audits  of  state  performance.  It  would  thus  not  contribute  to 
the  recent  in tel iigent 'Federal  trend  toward  reducing  government  paperwork. 


Finally,  I  unequivocally  support  a  major  intermediate-term  or  long-term 
fiscal  incentive  to  spur  the  development  of  community  services  in  che  United 
States.  I  believe* the  fiscal  record  demonstrates  a  need  for  this  kind  of 
thrust.  Around  this  single  concept  a  consensus  can  and  must  be  fcrgrd,  bringing 
together  pflrent9i  unions,  associations,  professionals  and  Lawmakers,  who, 
through  responsible  deinstitutionalization  policies,  seek  BLmple  justice  and 
more  appropriate  services  for  people  with  developmental  disabilities. 
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.'MR/DD   Expenditures  for  Community 
""S-exvioes   in   the   United  States: 
A  Comparison   of   State   Sr.   Federal  F'undirxj 
FY   1977-1984   in    1977  Dollars 


1977  1978   1979  1980  1981    1982  1983  1984 

Year  ' 

Source:  D.  Mrciddock,  brxpondlturo  Antily»lt»  Project,  ISDO,  U  of  It  at  Ctigo,   10H4,  Prallnilriniy  Dcitu 
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PAKT  III 


SUGGESTED  GUIDELINES  FOR  FACILITY 
CLOSURES  AND  PHASEDOWNS* 


v 


•CONTENTS 


l»  General  Management  Guideline! 

li  Personnel  Guidelines  ^ 

3«  Client  Guidelines 

»  "Minimizing  Transfer  Trauma" 

4.  Parents/Families/Guardians  Guidelines 


*From  Df  Braddock.  T,  Ueller  and  E.  Zaahin.    The  Closure  or  the 
Dixon  (Illinois)  Developmental  Center:    A  Study  of  the  Implementation  and 
Consequences  of  a  Public  Policy.    Chicago:    Evaluation  and  Public  Policy 
Division,  Institute  for  the  Study  af  Developmental' Disabilities,  University 
of  Illinois  at  Chicago,  1640  West  Roosevelt  Road,  60608;  March,  1984.  ^ 

Supported  in  part  by  grants  from  the  Illinois  DMHDD,  the  UDS  Administration 
on  Developmental  Disabilities  and  the  Administration  on  Aging. 
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GENERAL  MANAGEMENT  GUIDELINES 

I  •  1     '-Short-Tenn_j^onpttie3  May  Be  Difficult  To__  Ac  hi  eye 

Prepare  the  Legislature,  the  Governor's  Office,  the  Bureau  of  th^ 
Budget  and  other  oversight  groups  not  necessariLy  to  ■  expect  imme- 
diate economies  from  closures  during  the  terminating  fiscal  year. 

Our  review  of  the  public  administration  literature  uncovered  several 
references  to  facility  closure  costing  more  to  implement  during  the 
terminating  fiscal  year  than  to  continue  present  operations.  A 
<  basic  reason  fdr  this  i»  the  required  redundant  staff  costs  at  both 
the  sending  and  receiving  facilities  for  a  period  of  time.  This 
axiom  is  true  not  only  for  closing  mental  institutions  and  juvenile 
facilities  but  also  for  abolishing  government  agencies  and  closing 
military  installations  as  well. 

1 » 1     Adopt  a  Budgetary  Interchange^  Technique 

Consider  the  adoption  oi  a  budgetary  interchange"  technique  to 
promote  efficient  facility  phasedowns  and  supported  community 
placements. 

This  budgeting  technique  allows  the  executive  agency  implementing 
cloaures/phasedowns  to  transfer  funds  appropristed  for  institutional 
operations  in  the.  phasing-down  facility  directly  to  community  serv- 
ices operations.  Funds  follow  the  client  from  the  terminating 
institution  to  the  placement  setting,  thus  facilitating  an  "orderly 
transition  process.  Budgetary  j.nterchange  is  presently  facilitating 
extensive  client  relocation  from  the  Pennhurst  State  School,  a 
Pennsylvania  facility  scheduled  for  closure.  The  approval  of  the 
Legislative  appropriations  committee  is  required.  Such  approval, 
minimizes  the  number  of  times  the  executive  is  required  to  return  to 
the  legislature  for  supplemental  funding.  Yet  it  need  not  diminish 
the  agency's  responsibility  to  report  to  and  keep  the  legislature 
informed  >vifh  regard  to  agency  progress  on  phasedowns. 

1.3      Use  a  Pro-Ac tiyeA  Participator  Management  Strategy 

The  Task  Force  Coordinator  implementing  closure/phasedown  should 
adopt  a  pro-active  stance  vis-a-vis  presenting  the  case  for  closure 
to  concerned  interests* 

The  strategy  used  by  the  Dixon  Closure  Coordinator  involved  initiat- 
ing meetings  with  literally  dozens  of  opinion-makers  such  an  com- 
munity organizations,  newspaper  editorial  boards  and  television 
journalists,  in  addition  to  parents  individually  and  in  groups. 
This  active  attitude-shaping  orientation  helped  to  positively 
re-shape  the  climate  surrounding  the  closure  implementation. 
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I . ^      Appoint  An Ombudsman/Deputy  At  The  Terminating  Facility 


Task  Force  Coordinator  should  appoint,  a  deputy  or  ombudsman  to  act 
as  his  representative  at  the  phasedovn  facility. 

This  individual  would  oversee  receiving  facility  representatives, 
Che  screening  team,  and  receiving  facility  staff  when  they  visit  the 
sending  facility.  S/he  would  also  coordinate  transfer  schedules 
with  the  receiving  facilities  and  would  have  authority  to  delay 
temporarily  Scheduled  transfers.  The  purpose  of  this  role  would  be 
to  centralize  phasedovn  authority  on-site  and  to  insulate  the  send- 
ing facility  superintendent  from  Controversy  surrounding  the 
phasedovn.  The  latter  would  not  be  put  in  a  position  of  having  to 
choose  sides  between  facility  staff  and  the  Department  on  phasedovn 
issues.  Staff  complaints  at  the  sending  facility  would  be  taken  to 
the  deputy. 

1.5  Request  Governor  To  Appoint  Inter-Agency.  "Expediters" 

The  Governor  should  facilitate  administrative  efficiency  by  direct- 
ing all  state  agencies  involved  in  the  phasedown  to  appoint  an 
"expediter11  with  special  authority. 

Tne  expediter  from  the  Department  of  Personnel  would  handle  trans- 
fers of  sending  facUity  staff  moving  to  other  facilities,  assist 
with  uniou  negotiations  when  these  were  necessary,  and  trouble-shoot 
on  personnel-related  problems.  The  expediter  !:rom  the  IDPE  would 
schedule  surveys  and  negotiate  modifications  of  standards  (waivers) 
when  the  taskforce  sought  them.  Both  of  these  expediters  would  have 
authority  delegated  to  them  by  the  head  of  their  departments'  to 
speed  .various  kinds  of  approvals  and  paper-processing.  The  Capital 
Development  Board  might  also  appoint  a  similar  expediter,  if  capital 
expenditures  are  incorporated  into  the  phasedown  plan. 

1.6  Minimize,  Bumping  *■ 

"Bumping"  should  be  disallowed  or  at  least  minimized  in  the 
phasedown  facility  during  the  closure  process. 

Bumping  destroys  program  continuity  in  the  phasedovn  facility  at 
precisely  the  moment  residents  need  it  most:  during  the  later 
stages  of  a  phasedown  when  staff  and  program  continuity  break-down. 
This  can  have  deleterious  effects  on  clients  who  have  developed 
dependent  relationships  with  staff  over  a  number  of  years. 
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1 . 7  Transfer  Staff  With  Clients 

If  the  phasedovn  involves  numerous  transfers  to  other  state-operated 
institutions,  also  transfer  a  few  key  staff  with  the  clients. 

The  suggested  guideline  would  be  at  least  one  key  staff  for  each 
unit  receiving  5  or  more  residents.  "Key  staff"  refers  to  unit 
directors,  shift  managers,  technicians)  etc.  In  the  case  of  the  DDC 
closure  the  transfer  of  the  (former)  Dixon  Asiistant  Superintendent 
to  a  receiving  facility  executive  position  exemplifies  this  practice 
at  higher  management  levels* 

1 . 8  Evaluate  The  Clpsure/Phisedovn 

Evaluation  effort!  should  be  initiated  as  soon  as  ciosure/phssedovn 
ia  announced  so  Chat  DKHDD  Management  can  draw  on  independent  per- 
spectives during  the  closure  process  and  reassure  familiea  and 
advocates  that  if  clients  begin  deteriorating  after  a  move,  steps 
will  be  taken  by  DMHDD  based  on  the  evaluation  to  correct 
deficiencies. 


1.8.1      Evaluate  Community  Support  Services 

If  clients  are  relocated  to  community  settings,  a  survey  of 
the  community  support  services  in  the  receiving  environment 
shou id  be  comple ted  pr ior  Co ,  dur ing  and  after  c I ient 
relocation* 


The  survey  would  assess  the  degree  to  which    the    DMHDD  has 
'      been    successful  in  stimulating  the  development  of  community 
services  to  support  the  nev  clients.     It  would  also  lay  the 
foundation  for  the  Department  to  juatifiabiy  seek  additional 
'  revenues  from  Springfield  to  (a)  augment  services  where  they 

\  were    needed    and    (b)    develop  a  community  services  program 

development  plan  for  the  catchment  area. 

\^    1.8.2     Conduct  ftCMRDD  Surveys  For  SvBtcm-Widi.  Facility  Comparison! 

When  terminating  DD  institutions,    consider    requiring  that 
n  they  be  surveyed  by  the  AOffiDD  prior  to  the  closure  decision 

or  the  closure  announcement,  if  possible. 

The  performance  of  the  terminating  facility  can  then  be 
compared  to  other  DKHDD  DD  facilities  in  terms  of  program- 
matic deficiencies.  The  decision  to  close  or  phaaedovn  can 
be  justified  if  the  ACMRDD  deficiencies  are  extensive  when 
compared  to  the  median  performance  of  ail  other  Illinois 
state-operated  DD  facilities. 
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PERSONNEL  GUIDELINES 

2.1  Terminate  One  Unit  At  A  Time/Minimize  Internal  Transfers 

Close  down  one  unit/wing/cottage  at  a  time  when  poaiible  and  deter- 
mine the  unit/cottage  cloiure  ichedule  ahead  of  time,  not  during 
implementation,  which  ii  disruptive. 

Cloiing  down  one  section  at  ■  time  would  reiult  in  increiied  id- 
miniitratlve  efficiency  ind  coflt-siv ings .  It  ilso  reducei  the 
occurrence  of  intemil  traniferi  at  the  closing  fscility  ind  keepi 
groups  of  clients  ind  stiff  intact. 

Prior  icheduling  of  cloiuTes  alio  enable!  better  plinning  on  the 
pirt  of  adainistrstors  and  employees  it  the  sending  and  receiving 
ficilitin. 

2.2  Eitabliih  Employcc\^ounieling  Service 

Establish  in  employed  counseling  ind  job  plicement  lervice  it  the 
phiiedown/cloiing  facility  as  soon  as  a  major  phasedown  or  a  full 
cloiure  is  announced  vand  becomei  evident  to  the 

This  service  would  include  direct  person-to  perion  counseling, 
workihop  triining,  jcb  relocition/trinsfer  plinning,  resume  writing 
ind  retirement  plinnirg-  The  final  report  of  the  Pennhurat  State 
School  md  Hospital  Eaployee  Counseling  Service  provide!  i  blueprint 
for  eitiblishing  this  lervice  in  Illinoii.  The  HDD  ihotild  be 
*      comulted  ibout  dsvelopiog  thii  service. 

2.3  Conduct  Earlv  And  Continuing  Brief iors  For  Staff 

'  Have  a  representative  J[an  "expediter"  -see  guideline  #1.5  of  the 
Illinoii  Department  of  Personnel)  present  comprehensive  briefing!  to 
•facility  staff  when  cloiure  or  phisedowu  is  innounced. 

The  subject  of  thiav brief ing  will  be  to  announce  the  initiation  of 
the  employee  counseling  lervice  ind  to  fully  discuss  employee 
righti,  benefit!  and  reilistic  expectations  concerning  layoffs, 
employee  transfer  and  retirement*  Identify  the  DOP  expediter  to 
the  staff  for  further  contact  regarding  specific  questions.  The  DOP 
expediter  would  occasionally  keep  "office-hours"  at  the  Employee 
Counseling  Service  Office. 
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2 . 4      Distr ibuxe_>nlpniiation  Pickets  on  Receiving  Facility  En yJxPJirae_n_ts 
•» 

Through  the  Counseling  Service,  distribute  information  packets  to 
staff  describing  other  state  and  community  facilities  and  their 
environs  as  soon  after  phasedovn  is  announced  as  possible. 

If  possible,  prepare  a  slide-tape  or  other  A~V  presentations  on  this 
topic  for  dual  use — by  families/,  guardians  as  well  ai  employees. 
The  IIDD  should  be  consulted  about  preparing  these  materials  for  the 
Department, 

2 . 5  Adopt  As  Many  Staff  Incentives  As  Feasible  u 

Consider  studying  in  detail  one  or  more  of  the  following  incentives 
to  staff  in  terminating  facilities: 

2*5.1    Early  Retirement 

Early  Retirement  inducements,  as  has  been  the  practice  in 
other  states  phasing  down  facilities,  such  as  New  York. 

2.5.2  Staff  Retraining 

Staff  retraining  programs  for  community-hased  services 
employment. 

2.5.3  Extended  Health  Coverage 

Temporarily  extended  Health  Insurance  Benefits  for  laid-off 
workers  and  their  families  throughout  the  first  year,  if  the 
workers  remain  unemployed. 

2.5.4.   Priority  Hiring  Policy  at  Receiving  Facilities 

Implementation    of    a.  priority-hiring  policy  in  the  receiving, 
facilities  for  laid-off  staff  of  the  phasedovn  facility, 
however,  giving  the  receiving  facility  latitude  to    judge  an 
employee's  performance  record  with  the  Department, 

2 . 6  Develop/Distribute  Weekly  Newsletter 

Develop  a  weekly  newsletter  and  distribute  it  to  staff  at  the  ter- 
minating and  receiving  facilities. 

This  suggestion  draws  on  the  experience  of  the  Massachusetts  DMH  in 
the  closure  of  the  Grafton  State  Hospital  in  1973.  A  newsletter  is 
a  useful  device  to  dispel  rumors  and  improve  communication  between 
tfee  closure  oversight  group  and  the  staffs  affected  by  the 
termination.  Rumors  abound  during  closures;  this  breeds  anxiety  in 
the  staff,  which  is  easily  transmitted  to  clients/patients.  The 
newsletter  would  include  relocation  time- tables ,  administrative 
policies  (including  changes  in  policy),  and  information  about  em- 
ployee transfers,  receiving  facilities,  joh  search,  relocation  of 
employees  and  their  families,  and  places  to  obtain  counseling. 
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CLIENT  GUIDELINES 


3 . 1      Minimize  Client  Transfer  Trauma  Bv  lmp!ementir.&_^n 
"Anticipatory  Coping  Strategy. " 


3.1.1 


Close  down  cottages/units  one  at  a  .time; 


3.1.2  Keep  client  groups/friendships  as  intact  as  possible; 

3.1.3  Minimize  internal k transfer  of  client  and  staff  in 
the  terminating  and  receiving  facilities; 

3.1.4  Conduct  preparatory  programs  for  clients,  including  site 
visits  to  the  new  residential    setting,     as    desired    by  the 
clients,  and  in  accord  with  their  level. of  functioning; 

3»1.5    Gradually  introduce  higher  levels  of  programming 

at  the  receiving  facilities  upon  client  relocation; 

3.1.6  When  feasible,  involve  clients  personally,  in  the  habilitation 
process  and  the  four-level  reviews', 

3.1.7  Involve  sending  facility  staff,  who  are  most 

familar  with  the  clients,  in  the  actual  move  to  the  receiving 


3.2     Adopt  a  Four-Level  Client  Asseasment-^Placement  System  (Modified) 

The  Closure  Study  Staff  recommends  keeping  the  Four-Level  Review 
Process  for  future  closures  but  revising  it  to  make  it  considerably 
more  efficient*  The  process  was  time-consuming  and  should  be  Con- 
densed and  simplified*  Greater  emphasis  should  be  placed  on 
economizing  deceiving  facility  ataff-time  away  from. their  day-to-day 
responsibilities.  There  appeared  to  be  unnecessary  staff  redundan- 
cies built  into  the  Level  II  stage.  A'brief  summary  of  the  sug- 
gested process  is  presented  below. 

3.2.1      Initial  Planning/Screening 

Level  I:      The  receiving  facility  representatives  screen  all 


clients  subject  to  transfer  and  classify  them  according 
to  special  rieeds,  e.g.,  behavior  problems,  medically 
fragile,  special  programs,  etc..  (We  expect  the  majority 
of  clients  not  to  fall  into  a  special  need  category)  A 
staff  team  from  the  sending  facility  should  assist  the 
receiving  facility  representatives  in  this  process. 

The  Phasedowu  Task  Force  works  with  receiving  facility 
auperiutendents    (or    their      delegates)      to  determine 


facility. 
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approximate  numbers  and  type*  of  clients  %o  bef 
tranef erred  ty  each  receiving  facility;  they  slid 
establish  approximate  time-frames  for  the  entire 
phaaedovu  process* 

3.2.2  Client  Observation/Facility  Assignment/Parent  Notification 

Level  II:    Working  as  a  team,  receiving  facility  repreeentativee 

assign  specific  clients  to  esch  receiving  fscility. 
Representatives  then  observe  each  client  going  to  hia/her 
facility  and,  prepare  s  datrs  package ,  including  the 
habilitstion  plan,  which  is  sent  to  the  receiving 
fscility.    This  step  takes  pisce  at  the  sending  facility. 

After  this  tent  stive  fscility  sssigtaent, 
Parent/Guardisns  are  notified  of  recommended  placement. 

3.2.3  Unit  Aaaignmenta/RF-SF  Consultation/Special  Needs  Stena 

Level  XXX:  Staff  at  each  receiving  facility  reviev  the  packages 

and  make  tentative  assignments  to  units.  Each  receiving 
facility  sends  s  tesa  vith  st  least  one  represent  stive 
from  each  unit  receiving  clients  sod  specialists  (as 
cpeciai  needa  of  clients  dictate,  e.g.,  sudiologist, 
psychologist,  etc.)  to  the  sending  fscility  to  meet 
;  clients    and    diacuaa  their  individual  needa  vith  aending 

facility  ataff.  For  apecial  needa  clients,  the  team 
hoida  a  meeting  vith  aending  facility  staff  serving  the 
client  to  diacuaa  apecial  issues.  There  ia  no  sign-off 
by  sending  facility  staff. 

Back  at  the  receiving  facility,  ataff  from  each  unit 
diacuaa  each  client  they  vill  be  receiving  vith  membera 
of  the  team  that  vent  to  the  aending  unit. 
Parent/Guardian  may  be  invited  to  attend. 

3.2.4  Appeal  , 

Level  IV:    An  appeal  proceaa  ia  a  neceaaary  "relief  mechanism" 

for  closure/phaaedovn.  There  ia  no  reaaon  to  assume  that 
the  appeal  system  uaed  for  the  DDC  cloaure  ia  not  ap- 
propriate for  future  phaaedovns.  This  process  is  an 
appeal  of  the  "laet  resort"  snd  vill  be  used  rarely  if 
the  implementstion  .of  the  first  three  Levels  proceeds 
smoothly.    Only  one  DDC  client  vaa  revieved  at  'Level  IV. 
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4.     PARENTS,  FAMILIES,  GUARDIANS  GUIDELINES 


4.1  Ccnguluti""  Phaaedcfvn  Facilitv'a  Parent's  AnocUtion 

Ai  soon  as  closure  or  phaaedown  ia  announced  the  Task  Force  Coor- 
dinator or  another  Agency  executive  requeats  permission  to  addreaa 
the  phaaedown  facility's  Parent's  Association. 

Meeting(a)  should  be  .  held  to  explain  the  phaaedown  proceaa  and  to 
aolicit  parenta'  aaaistance  in  integrating  P/F/Ge  from  the  tending 
facility  and  ia  dealing  with  probletaa  that  might  emerge  during  the 
tranafer  proceaa.  It  ia  viae  to  acknowledge  upfront  to  parenta  at 
both  aending  and  receiving  f acilitiea  that  the  tranefere  may  tem- 
porarily create  aome  straina  at  the  receiving  facilitiea.  The 
Department'!  villingneaa  to  work  out  eolutiona  ahould  be  conveyed  to 
parenta.  The  importance  o£  receiving  facility  parents  in  helping 
provide  a  more  receptive  environment  for  the    tranaferred  reaidenta 

and  their  P/F/G's  ahould  be  emphaeized. 

(        v  -  ■  *■ 

4.2  Involve  Parenta  Who  Have  Been  Through  The-Process 

Parenta  involved  in  the  auccesaful  DDC  phaaedown  ahould  be  invited 
to  the  initial  phaaedovn  discuaaiona  at  the  phaaedovn  facility  with 
DMH  repreaentativea. 

The  purpoae  here  ia  to  help  reduce  P/F/G  anxieties  and  build  aupport 
for  the  poaitive  opportunitiea  that  well-planned  aenaitive  reloca- 
tion can  bring  to  their  relative.  Having  gone  through  the  experi- 
ence, DDC's '  P/F/Ga  are  knowledgable  about  the  cloaure  proceaa  and 
apeak  from  a  perapective  uniquely  aenaitive  to  the  intereata  and 
naeda  of  the  P/F/Ga  in  the  terminating  facility. 

4.3  P/y/C  Notification 

Individualised  notification  of  Parent/Familiea  and  Guardians  (PFG) 
can  aerve  to  reduce  anxieties  and  build  aupport  neceaaary  for 
facility  termination  and  client  tranafer  to  proceed  smoothly.  The 
PFG  notification  and  conaultation  proceaa  ia  preaented  below  and 
broken  down  into  two  stepat  a)  the  letter  of  notification;  and  b) 
PFG  Follow-up  Conaultation. 

Immediately  upon  the  announcement  of  closure  or  phasedovn,  notifica- 
tion letters  are  aent  to  PFG a  providing  the  following  information: 
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i»    A  rationale  for  the  phase-down  — *'  \ 

2.  The  approximate  time-frame 

3.  Positive  aspects  of  the  change 

4.  Types  of  placements  that  will  be  available 

5.  PFG  options  cor  alternative  placements 

6.  Reaffirmation  of  the  state's  commitment  to  serve  the 
client 

7.  Description  of  the  four-level  process  -  what  will  happen  next 

8.  Name  and  phone  number  or  a  contact  person 

PFG  Follow-up  is  continued  through  telephone  contact,  reiterating 
essential  information  in  the  letter  of  notification  and  soliciting 
PFG  participation  in  the  client  transfer  process. 

Encouraging  P/F/G  Involvement 

The  following  severi  steps  should  be  employed  in  the  attempt  to 
involve  the  P/F/G  meaningfully  ia  the  process; 

4.4.1  Hold  Informational  Se^Jajonj  At  SF 

* 

Invite  P/F/G  to  an  informational  session  at  the  sending 
facility.  Representatives  of  the  receiving  facilities  will 
make  presentations  (these  may  be  Audio-Visual). 

4.4.2  Open-House  At  RF 

Invite  P/F/G  to  open-house  at  each  receiving  facility. 

4.4.3  Parent  Association  At  RF  Contacts  P/F/G 

Parent  association  at  receiving  facility    contacts    P/F/G  to 
offer  assistance,  inviting  the  P/F/G  for  an  individualized  or 
small  group  visit  to 
visit  with  staff. 

4.4.4  Set-Up  P/F/G  Buddy-System  At  Rj's 

If  the  P/F/G  has  accepted  placement,  an  orientation  coor- 
dinator at  the  receiving  facility  designated  by  the  superin- 
tendent requests  the  Parents"  Association  to  appoint  personal 
"buddies"  for  each  incoming  client's  P/F/G.  The  buddy  system 
operates  during  the  period  prior  to  and  after  placement  in 
the  receiving  facility  for  at  least  90-days  or  longer,  at  the 
discretion  of  the  P/F/G  and  receiving  facility 
superintendent . 

This  recommendation  grows  out  of  the  Closure  Study's 
Evaluation       meeting         with         DDC/receiving  facility 
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super  in trtidents .  Although  it  ia  a  simple  concept,  ic  can  pay 
major  dividends  if  it  is  implemented  from  the  very  beginning 
of  the  phaaedovn  process.  > 

4.4.5  Provide  Financial  Support  To  Patent**  Association 

The  DMUDD  through  either  the  sending  or  receiving  facility  or 
Central  Office  budget,  makes  available  such  funds  as  may  be 
necessary  to  implement  active  Par*nts'  Association  involve- 
ment in  the  orientation  process.  These  funds  are  used  to 
cover  any /a 1 1  out-of-pocket  expenses  incurred  by  parent- 
buddies  in  the  exercise  of  their  orientation  duties.  Under 
certain  circumstances,  when  receiving  facility  parents  are 
requested  to  make  major  commitments  of  time  to  the  ori- 
entation and  buddy  system,  remuneration  through  a  stna^L  per- 
sonal services  contract  is  appropriate. 

4.4.6  P/F/G  Attends  Actual  Transfer  If  Desired 

Receiving  facility  contacts  P/F/G  when  transfer  is  scheduled 
and  invites  P/F/G  to  be  in  attendance  during  transfer  or  at 
receiving  facility  upon  arrival.  Parent  association  repre- 
sentative   (buddy,  if  possible)  also  is  present  upon  arrival. 

Senator  Du^enberger.  Thank  you  verjtfmuch.  And  I  want  to  be  . 
sure,  on  the  record,  to  thank  yor  for  the  full  statement,  which  is 
much  more  elaborate  than  time  permits  anybody's  oral  presenta- 
tions to  be  today,  and  for  all  the  work  that  you  have  done  in  this  field 
as  well. 

John? 

Senator  Chafee.  Thank  you,  Mr.  Chairman. 
Dr.  Braddock,  you  endorse  the  legislation,  with  some  reservations, 
as  you  have  pointed  out. 
Dr.  Braddock.  Yes. 

Senator  Chafee.  Do  you  think  the  fiscal  incentive  of  the  additional 
5  percent  for  the  5  years  is  not  adequate?  Is  it  the  time  or  the 
amount? 

Dr.  Braddock.  Well,  I  think  that  the  amount  is  minimally  ade- 
quate. I  think  that  the  time  is  too  brief  to  allow  the  kind  of  smooth 
transition  that  many  of  the  States  are  going  to  require. 

A  lot  of  States  are  going  to  fight  this  pat  ticular  provision,  I  think, 
with  considerable  vigor.  And  if  this  is  done,  a  5-year  provision  is  not 
likely  to  have  much  of  an  impact,  particularly  if  we  spill. out  into  the 
judicial  arena. 

Senator  Chafee.  One  of  the  arguments  we  are  going  to  have  here, 
and  it's  a  very  legitimate  argument,  is  the  cost.  Now,  as  I  understood 
your  testimony,  you  just  outlined  the  comparison  between  what  has 
been  spent;  but  do  you  have  some  ideas  as  to  the  per-patient  cost  per 
day  in  the  varied  settings  including  capital,  costs? 

Dr.  Braddock.  Well,  I  have  two  comments  I  would  like  to  make 
about  that,  and  one  of  them v  is  that  the  pef -capita  expenditures  in 
State  institutions  has  grown  from  $35.7\i  in  1976  to  approximately 
$80  per  day  in  11)82  in  State  institutions.; 

I  know  of  one  institution  in  the  United  States  where  it  is  $500  a 
day.  This  institution  is  phasing  down  an,d  will  be  closing  soon. 

As  the  census  of  institutions  drops,-  the  price  goes  up,  and  I 
wouldn't  be  surprised  to  see  a  number  of  institutions  in  the  United 
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States  with  per  diems  in  excess  of  $100  per  day,  were  an  assess- 
ment to  be  done  in  1984.  And  were  an  assessment  to  be  done  per- 
haps 5  years  down  the  road  I  think  w$  would  see  a  proportionately 
much  larger  cost. 

As  far  as  comparative  eonYmunity  costs  are  concerned,  for  less  se- 
verely retarded  or  disabled  individuals  the  savings  in  community 
services  is  tremendously  large  compared  to  the  cost  of  services  in 
an  institution.  As  you  get  closer  and  closer  to  more  and  more  medi- 
cal kinds  of  services  that  are  required,  the  savings  tend  to  dimin- 
ish, significantly  so,  to  the  point  where  I  don't*  think  it  is  possible 
to  say  with  any  kind  of  scientific,  certainty  that  It  is  always  cheap- 
er. I  don't  think  that  is  a  good  basis  for  decisionmaking  in  this 
area.  I  think  perhaps  it  might  be  a  bit  more  expensive  for  a  very, 
very  small  segment  of  the  MR/DD  population  to  be  served  in  com- 
munity services,  but  a  very  small  part. 

Senator  Chafee.  Well,  thank  you. 

As  you  know,  as  far  as  I'm  congerf ned,  the  thrust  of  this  legisla- 
tion is  not  financial.  Obviously^the  financial  realities  have  to  be 
taken,  into  account,  but  the  thrust  of 'the  legislation  as  far  as  I  am 
concerned,  is  how  to  best  care  for  our  retarded  and  disabled  citi* 
^efis-and  how  to1  help  them  achieve  their  fullest  potential. 

|Mow,  if  there  are  savings  also  involved,  as  you  have  indicated, 
that's  fine;  that's  all  to  the  good. 

When  you  developed  your  r  itistics,  were  you  considering  capital 
as  well,  the  capital  investment? 

Dr.  Braddock.  The  capital  investment  was  considered  as  it  relat- 
ed to  community  expenditures.  It  was  considered  as  it  related  to  in- 
stitutional expenditures  only  insofar  as  it  pertained  to,  renovation 
costs  and  costs  incurred  as  part  of  tfie  annual  appropriation*  proc- 
ess. 

Senator  Chafee.  Obviously  in  most  States  you  have  at  least  one 
facility  now;  whether  it  is  up  to  ICF/MR  standards  or  not  is  an-% 
other  question,  but  at  least  you  have  something  there. 

Dr.  Braddock.  Yes.  ' 

Senator  Chafee.  Well,  thank  you,  Doctor,  for  coming,  and  thank 
you,  Mr.  Chairman. 
Dr.  Braddock.  Thank  you. 
Senator  Durenberger.  Senator  Exon. 

Senator  Exon.  Dr.  Braddock,  maybe  you  could  clarify  something 
for  me;  I. refer  to  your  bar  chart  which  is  on  page  8  or  9.  Do  you 
know  what  I  am  referring  to?  Chart  2.2  or  22?  *  \ 

Dr.  Braddock.  Yes. 

Senator  Exon.  "Comparative  Federal  Institutions  and  Communi- 
ty Expenditures  for  ICF/MR's" 

1  If  I  understand  that  correctly,  that  is  the  black  line  being  the 
amount  of  Federal  funds  that  go  to  the  institutional  programs,  and 
the  checked  line  is  the  percentage  of  the  Federal  money  that  goes 
to  community-based  programs.  Is  that  correct? 
Dr.  Braddock.  That  is  correct. 

Senator  Exon.  Now,  let's  back  up  to  the  pie  chart,  the  first  chart 
tijat  you  showed.  I  guess  I  don't  quite  understand  that. 

"ft  says  "State-operated  funds"  down  here.  Is  that  all  of  the  State 
money  that  is  put  in  by  all  of  the  States? 
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Dr,  Braddock.  Yes,  sir,  it  is,  but  only  as  it  pertains  to  communi- 
ty programs  with  ICF/MR  components. 

Senator  Exon.  Well,  let  me  phrase  the  question  this  way,  then: 

This  is  entitled  "Pie  Chart  Depicting  $12.9  Billion  Federal 
Funds,"  right? 

Dr.  Braddock.  Right. 

Senator  Exon.  If  there  is  $12.9  billion  in  Federal  funds,  and  I  am 
sure  that  is  accurate,  how  much  State  and  local  funds  are  being 
put  in  at  the  same  time?  Do  you  have  that  information? 

Dr.  Braddock.  Yes,  sir,  I  do. 

Senator  Exon.  Is  that  in  your  written  testimony? 

Dr.  Braddock.  Some  of  it  is.  There  is  a  table  thatj  didn't  get  to 
mention  that  I  will  address  your  attention  to,  2.3.  Just  turn  the 
page  and  you  will  see  a  chart  that  deflates  everything  into  1977 
dollars.  And,  the  Jbash-marked  bar  shows  the  fact  that  State  funds 
supporting  institutions  in  the  United  States  are  actually  declining 
in  constant  dollars  between  1977  and  1984,  rather  consistently. 

The  dark  bar  represents  Federal  ICF/MR  expenditures,  and 
these  funds  from  1977  to  1983  increased  consistently,  and  in  1984 
for  the  first  time  showed  a  very  slight  decrease;  however,  the  ICF/ 
MR  Federal-share  component  of  the  State  institutional  budget  is 
about  43  percent.  'Most  of  the  remainder  would  be  State  support. 

Senator  Exon.  I  guess  what  I  would  like  to  have— and  maybe 
some  of  the  other  witnesses  could  provide  it,  just  for  our  education 
on  this— if  the  Federal  Gbvernment  is  spending  $12.9  billion,  do  we 
have  a  similar  figure  for  the  total  being  spent  by  State  and  local 
facilities?  If  we  had  that,  it  would  be  helpful,  I  think. 

Dr.  Braddock.  I  can  give  you  that  figure  right  now:  The  figure  in 
the  aggregate— see,  the  $12.9  billion  figure  is  for  the  entire  8-year 
period.  *  v 

Senator  Exon.  Yes. 

Dr.  Braddock.  The  figure  in  terms  of  State  funds  is  $17.7  billion. 
So  the  States  still  provided  the  majority  of  support  for  State  insti- 
tutions. But  in  the  span  of  less  than  a  decade  the  Federal  Govern- 
ment has  assumed  nearly  one-half  of  those  costs  in  terms  of  these 
reimbursements  as  a  percentage  of  total  institutional  expenditures 
by  State  and  Federal  Governments. 

.  Senator  Exon.  Well,  what  are  you  saying,  Dr.  Braddock,  then?  1 
You  are  saying  that  you  feel  it  would  be  more  fair  and  equitable  to 
provide  and  mandate  a  larger  share  of  the  Federal  grants  for  com- 
munity-based programs?  Is  that  the  main  point  that  these  charts 
are  trying  to  depict? 

Dr.  Braddock.  Well,  the  point  that  I  am  making  is  that  over  the 
last  13-year  history  of  the  ICF/MR  program  the  Federal  Govern- 
ment has  come  to  the -aid  of  a  situation  of  literally  a  national  dis- 
grace in  our  institutions  and  has  helped  many  of  these  facilities  to 
become  in  part  reformed. 

I  think  that  we  are  at  a  turning  point  in  the  history  of  services  . 
to  the  mentally  retarded  and  other  disabled  people  in  this  country 
and  that  it  io  appropriate  to  take  a  second  look  at  the  way  in  which 
the  volume  of  these  funds  are  indeed  being  allocated. 

Senator  Exon.  Thank  you,  Dr.  Braddock. 

Senator  DurenSerger.  Thank  you. 
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Let  me  clarify  one  of  these  money  questions,  so  I  can  get  to  other 
questions,  Doctor. 

It  would  appear  to  me,  in  looking  at  your  charts,  that  what  has 
happened  over  the  last  8  years  covered  by  your  charts  is  that  the 
Federal  Government  has  carried  an  increasing  share  of  the  cost  of 
institutional  care.  You  point  out  in  your  testimony  that  the  State 
funding  for  institutional  care  was  going  down,  because  the  States, 
at  their  initiative,  in  many  cases,  were  starting  to  move  their  finan- 
cial commitment  into  community  based  services. 

Dr.  Braddock.  Yes,  precisely. 

Senator  Durenbkrger.  Is  that  sort  of  a  picture  of  what  has  been 
going  on  out  there? 

Dr.  Braddock.  That  is  an  accurate  statement. 

The  last  chart  in  the  group  of  charts,  in  fact,  indicates  the  degree 
to  which  States  are  carrying  the  burden  in  State  own-source  reve- 
nues to  support  community  services.  And  I  suppose  this  is  the 
bottom  line  of  my  testimony,  and  that's  that  if  States  wanted  to  en- 
hance Communjty-based  service  systems,  they  have  had  to  do  so 
primarily  through  SSI-SSDI  entitlements  and  State  general  fund 
expenditures.  ' 

Title  XX,  interestingly,  has  actually  declined  rather  steadily 
since  1977  in  constant  dollars  in  terms  of 'the  social  services  funds 
that  were  being  allocated  under  its  reimbursements  for  community 
services. 

So  the  States,  arguably,  have  been  able,  by  pulling  out  of  some 
institutional  support,  to  spend  more  money  on  community  services. 
And  we  see  some  of  this  happening.  The  problem  is  that  the  fiscal 
imbalance  between  community  and  institutional  "spending  has  gone 
on  for  so  long  and  it  was  such  a  large  imbalance  for  so  long  that,  in 
the  absence  of  a  more  forthcoming  and  vigorous  incentive  of  some 
type  we  are  going  to  be  waiting  quite  some  time  before  we  have 
comprehensive  community-based  services  

Senator  Durenberger.  But  to  get  back  to  my  question  which  is 
what  we  are  here  for.  John  says  we  are  here  to  provide  the  best 
quality  of  care  for  every  one  of  these  individuals,  Jim  said  the  issue 
is  quality,  not  size;  you  talked  about  needing  a  national  fiscal  in- 
centive, I  presume — to  achieve  that  goal. 

Now,  it  strikes  me  in  looking  at  those  figures,  that  the  States, 
meaning  the  folks  who  are  closest  to  the  people  out  th*^,  are  the 
ones  that  have  taken  the  lead  in  deinstitutionalization .  naliza- 
tion,  whatever  you  may  want  to  call  it. 

*  And  so  my  question  of  you  is  the  degree  to  which  thero  *3  a  rela- 
tivity between  Government-based  financing  and  quality  of  care. 
And  I  think  I  need  to  know—as  you  ask  me  to  come  up  with  a  na- 
tional fiscal  incentive — whether  that  means  just  a  new  pot  of  Fed- 
eral medicaid  money  going  out  there,  is  it  a  pot  of  money  going  out 
with  a  set  of  mandates,  or  is  it  some  other  possible  form  of  public 
financing  that  puts  incentives  perhaps  much  closer  to  home,  in  the 
hands  of  local  governments,  in  the  hands  of  communities,  or  in  the 
haqds  of  persons  and  their  families  that  are  experiencing  develop- 
ment disabilities? 

Dr.  Braddock.  That  question  is  difficult  for  me  to  answer  in  a 
brief  period  of  time,  but  I  think  it  is  a  national  fiscal  incentive  in 
the  ICF/MR  program,  with  a  set  of  mandates,  in  brief. 
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I  think  it  is  also  a  review  and  rethinking  of  numerous  Federal 
programs  that  have  disincentives!  in  them  that  encourage  States 
and  communities  to  push  individuals  out  of  communities  and  into 
State  institutions. 

One  of  the  problems  that  we  have  in  Illinois  is  that  we  did  not 
build  a  single  MR/DD  institution  within  Metropolitan  Chicago 
until  1973;  therefore,  most  retarded  people  were  literally  extruded 
100  miles  and  140  miles  away  to  the  large  State  institutions.  So, 
Illinois  is  still  paying  the  price  of  not  having  even  provided  institu- 
tional services  near  major  population  centers. 

So  I  think  you  need  to  look  at  more  than  simply  the  ICF/MR 
program,  but  the  ICF/MR  program  is  some  40  percent  of  all  Feder- 
al expenditures  in  the  MR/DD  area. 

So,  as  goes  the  ICF/MR  program,  probably  so  will  go  the  critical 
mass  of  services  toward  retarded  people  in  the  United  States. 

Senator  Durenberger.  But,  in  effect,  the  bottom  line  of  this  bill 
as  I  read  it  says,  "Use  Federal  money  to  get  Federal  mandates, 
both  of  them  landing  on  an  institutional  provider."  Nothing  here 
says,  "Perhaps  the  money  ought  to  go  to  the  individual  involved  or 
someone  representing  the  individual  involved  to  help  make  the 
choices/' 

So  in  effect  we  are  saying,  "The  .money  used  to  go  to  big  State 
institutions,  and  so  that's  where  we  sent  our  people. "  Now  we  are 
starting  to  build  another  delivery  system  by  sending  moriey  to  the 
providers.  • y 

Have  you  looked  at  this  issue  of  whether  we  should  just  continue 
to  try  to  improve  the  quality  by  sending  moriey  to  institutions  only 
and  then  picking  the  people  who  will  go  to  what  institution? 

Dr.  Braddock,  No.  As  I  understand  the  way  the  bill  is  struc- 
tured, it  would  also  impose  an  expectation  upon  private  providers 
of  service  with  facilities  larger  than  stipulated  sizes  in  addition  to 
institutions.  It  is  not  strictly  focused  on  State  institutional  pro- 
grams but  rather  on  ICF/MR  facilities  outside  the  institution  that 
are  larger  than  16  beds. 

Senator  Durenberger.  But  the  decision  about  who  goes  where 
and  the  responsibility  

Dr.  Braddock.  Well,  on  that  particular  topic  I  am  not  sure  I 
would  prefer  to  give  £in  answer  off  the  top  of  my  head.  I  don't  like 
to  think  in  terms  of  an  ideal  world;  I  would  rather  deal  in  terms  of 
fiscal  facts  and  parts  of  the  legislation  that  I  understand  in  some 
detail. 

Senator  Durenberger.  Well,  perhaps  some  of  the  others  who  are 
going  to  testify  can  try  to  think  in  this  sort  of  an  ideal  world,  and 
maybe  you  can  with  a  little  time.  It  may  be  unfair  to  pop  that  on 
you  here,  but  because  of  your  background  I  would  like  some  testi- 
mony in  the  record  on  that  issue. 

Senator  Exon.  tir.  Braddock,  thanks  for  coming.  I  am  going  to 
look  through  your  material,  because  I  am  very  much  interested  in 
this, 

Since  I  am  for  both  types  of  facilities  and  improving  both,  would 
it  be  fair  to  say  that  your  testimony  is  to  represent  that  it  is  your 
belief  that  the  measure  jbefore  us  essentially  would  mandate  more 
of  the  Federal  funds,  whatever  they  are,  go  to  community-based  fa- 
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cilities  and  at  least  take  that  portion  of  the  decision  away  from 
local  officials?  Is  that  a  fair  paraphrase  of  what  you  are  saying? 

Dr.  Braddock.  It  is  my  understanding  that  the  bill  as  it  is  writ- 
ten—but I  would  want  others  who  are  dealing  of  the  technicalities 
of  the  language  of  the  bill  to  determine  whether  or  not  a  mandate 
is  requirodV^certainly  the  intent  of  the  bill  is  to  phase  down  and 
phase  out  State  institutions  in  the  United  States.  I  think  this  is  a 
primary  purpose,  and  to  provide  alternative  services  in  community 
settings. 

Just  by  way  of  summation,  I  think,  in  1977  we  had  one  State  in 
the  United  States  that  provided  at  least  $1  of  care  in  the  communi- 
ty for  every  $1  in  the  institution,  and  that  State  was  Nebraska. 
And  over  the  last  8  years  only  three  States,  if  you  total  up  all  of 
their  institutional  and  community  expenditures  excluding  SSI  and 
SSDI  actually  spent  a  little  bit  more  money  in  the  community  than 
they  spent  in  the  institution.  And  those  three  States  were  Nebras- 
ka, Minnesota,  and  Colorado. 

Now,  as  of  1084  we  have  an  additional  seven  additional  States 
that  are  spending  an  approximate  one-to-one  parity,  which  I  think 
is  a  reasonable  intermediate-term  goal — not  necessarily  a  long- 
term  goal  but  an  intermediate-term  goal.  Those  seven  have  several 
members  on  the  committee  representing  them,  including  Rhode 
Island,  Florida,  New  Hampshire,  Vermont,  and  Michigan. 

I  think  what  is  important  to  recognize  is  that  a  number  of  States 
have  been  able  to  initiate  major  community  services  priorities,  and 
Nebraska  certainly  is  one  of  them  that  is  probably  going  to  be  the 
least  impacted  by  any  compromise  type  of  legislation  that  comes 
out  of  S.  2053,  in  my  view. 

Senator  Exon.  Thank  you  for  being  here,  and  I  appreciate  your 
testimony.  I  am  not  sure  that  I  agree  with  your  conclusions,  but 
you  are  an  expert,  and  that's  what  we  need.  Thank  you. 

I  would  like  it  to  be  known,  so  that  there  is  not  any  more  confu- 
sion, I  am  not  a  member  of  the  committee,  and  if  I  were  I  would  be 
sitting  on  the  other  side  of  the  table.  I  just  wanted  to  clarify  that. 

Senator  Chafee.  Well,  we  are  glad  to  have  you  on  this  side  of  the 
table,  and  it  was  good  of  Dr.  Braddock  to  make  some  nice  com- 
ments about  Nebraska,  wasn't  it? 

All  right.  Thank  you  very  much,  Doctor. 

The  next  panel  will  be  Barbara  Matula,  Dr,  ,Howse,  Senator 
Bloom  from  Illinois,  Dr,  Carl,  and  Mr.  Gunther. 

Will  those  panelists  please  come  to  the  podium? 

Everybody's  statement  will  go  into  the  record,  so  there  is  no  need 
to  read  your  statements  in  full.  We  have  quite  a  few  witnesses  and 
want  to  give  everybody  a  chance.  So  if  we  start  right  off,  you  can 
summarize  your  statements.  Everybody  has  2  minutes.  There  will 
be  a  chance  for  questions  to  draw  you  out.       -  \ 

So,  Ms.  Matula,  if  you  will  start  right  off. 

STATEMENT  OF  BARBARA  MATULA,  DIRECTOR,  DIVISION  OF 
MEDICAL  ASSISTANCE,  NORTH  CAROLINA  DEPARTMENT  OF 
HEALTH  AND  HUMAN  RESOURCES,  RALEIGH,  N.C.,  ON  BEHALF 
OF  THE  AMERICAN  PUBLIC  WELFARE  ASSOCIATION 

Ms.  Matula.  Thank  you. 
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I  am  here  representing  the  State  Medicaid  Directors  Association, 
and,  as  you  can  imagine,  the  issue  of  caring  for  the  mentally  re- 
tarded is  an  issue  of  considerable  concern  to  us, 

While  deinstitutionalization  isn't  new  to  the  States,  I  think  the 
most  important  recent  impetus  to  that  has  been  the  waivers  which 
allow  us  to  expend  medicaid  funds  in  home  and  community-based 
settings  rather  than  in  the  traditional  institutional  settings. 

Summarizing  very  quickly,  I  think  that  our  primary  concern 
with  the  bill  is  that  it  severely  limits  the  variety  of  settings  in 
which  the  disabled  individual  could  receive  treatment. 

We  believe  that  providing  each  recipient  with  the  most  appropri- 
ate care  does  not  mean,  always,  providing  community-based  care. 

An  individual,  we  feel,  should  not  arbitrarily  be  moved  from  one 
type  of  setting  to  another  unless  he  or  she  is  going  to  benefit  from 
this,  and  I  think  you  have  experts  in  the  field  who  could  tell  you 
better  than  I  that  not  everyone  will  benefit  from  a  community  set- 
ting. 

Most  importantly,  as  State  officials,  we  do  not  feel  that  the  Fed- 
eral Government  should  be  prescribing  specific  sizes  and  locations 
for  each  State.  - 

We  feel  that  we  do  have  the  experience  now  in  the  medicaid  pro- 
gram, though  it  is  only  2  years  under  our  belt,  of  providing  care 
and  incentives  for  home  and  community-based  waivers,  and  I  think 
if  my  testimony  led  to  one  conclusion  it  would  be  that  we  strength* 
en  that  area. 

This  is  very  new.  We  have  moved  slowly.  We  didn't  want  to 
repeat  some  of  the  old  mistakes  and  the  old  charges  of  "dumping" 
patients;  this  was  not  our  intent.  But  the  waivers,  over  half  of 
which  have  been  particularly  for  the  MR/DD  population,  I  think 
need  to  be  strei^hened.  Perhaps  we  should  remove  the  idea  of 
"waiver"  and  make  this  a  State  option,  that  the  medicaid  dollars 
can  follow  the  patient  to  the  lowest  appropriate  setting  for  his  or 
her  needs. 

We  don't  want  to  undermine  the  family  and  natural  community 
support  structures;  we  have  some  concerns  that  the  bill  might  un- 
intentionally do  that. 

I  would  think  that  if  I  can  beat  my  limit  I  can  give  my  time 
maybe  to  someone  else,  and  I  would  be  happy  to  do  so. 

Senator  Chafke.  All  right.  Well,  thank  you  very  much,  Ms. 
Matula. 

Dr.  Howse.  * 
[Ms.  Matula  a  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Subcommittee,  good  afternoon.    I  am 

Barbara  D.  Matula,  director  of  the  North  Carolina  Division  of  Medical  Assistance 

and  current  chair  of  the  State  Medicaid  Directors'  Association. 

I  come  before  you  today  to  present  thevlews  of  state  Medicaid  directors 
on  the  l^sue  of  providing  care  to  the  mentally  retarded  and  developmental ly 
disabled,  and  specifically,  our  views  on  the  Community  and  Family  Living 
Amendments  of  1983  (S.  2053). 

As  this  Subcommittee  Is  well  aware,  the  Medicaid  program  pays  for  a  large 
part  of  all  the  long-term  care  services  In  this  country.     About  half  of 
the  money  spent  on  nursing  home  care  comes  from  Medicaid.    This  accounted 
for  $13  billion  In  FY  82,  of  which  $3.6   billion  was  for  the  care  of 
recipients  In  Intermediate  care  facilities  for  the  mentally  retarded  (ICF/MR). 
The  Issue  of  caring  for  the  mentally  retarded  and  the  developmental ly 
disabled,  therefore,  Is  one  of  great  Importance  to  all  state  Medicaid  directors. 

The  bill  before  the  Subcommittee  today,  S.  2053,  Is  Intended  to  reduce, 
over  a  period  of  several  years,  the  number  of  severely  disabled  people 
residing  within  Institutions,    The  policy  of  deinstitutionalization,  In 
general,  is  a  good  policy,  and  one  which  states  have  pursued  now  for  well 
over  a  decade.    In  the  last  two  years ,  deinstitutionalization  has  been 
advanced  within  Medicaid  by  the  widespread  use  of  waivers  to  provide  home 
and  community-based  care.    Approximately  half  of  the  100  waiver  applications 
that  have  been  submitted  by  states  focus  specifically  on  mentally  retarded/ 
developmental ly  disabled  Individuals.    The  move  to  deinstitutionalize  has 
been  viewed  by  both  state  administrators  and  health  professionals  as  a 
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step  forward  In  providing  the  most  appropriate  care  for  the  handicapped. 

It  appears,  however,  that  some  misunderstanding  has  arisen  regarding  the 
states'  efforts  to  move  or  keep  the  disabled  out  of  Institutions.    S.  2053 
seems  to  presume  that  states  still  are  financially  biased  toward  Institu- 
tionalizing Medicaid  recipients  and  that  the  existence,  of  this  bias  will 
only  disappear  If  federal  funding  to  Institutions  Is  stopped.    We  disagree 
with  this  presumption.  'While  we  concur  wlthXthe  bill's  general  goal  of 
furthering  deinstitutionalization,  we  believe  that  the  policies  It  lays 
out  are  based  upon  Incorrect  premises  regarding  current  state  activities 
and  the  best  treatment  setting  for  each  disabled  person. 

Our  primary  concern  with  S.  2053  Is  that  It  would  gre.atly^ml t  'the  variety 
of  settings  In  which  severely  disabled  Individuals  could  receive  treatment. 
Providing  each  recipient  with  the  most  appropriate  care  does  not  mean  providing 
community-based  care  in. every  instance.    An  Individual  should  fiot  be  moved 
from  one  type  of  setting  to  another  unless  he  or  she  would  benefit  from 
the  move.    However,  It  appears  to  us  that  S.  2053  would  force  states  to 
provide  all  Medicaid  services  to  severely  disabled  Individuals  In  a  communlty- 
basei.  setting,  even  through  this  may  not  always  be  best  for  the  recipient. 
Some  disabled  people  need  the  type  of  Intensive,  round-the-clock  care  that 
can  only  be  provided  efficiently  In  an  appropriate  Institution.    We  do 
not  believe  the  federal  government  should  be  In  the  business  of  prescribing 
uniform  sizes  and  locations  for  the  provision  Of  care.    These  determinations 
are  best  left  to  the  states,  which  now  have  the  experience  and  the  Incentive 
under  Medicaid  to  provide  the  various  types  of  care  needed  by  the  disabled. 
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A  serious  concern  can  also  be  raised  about  the  cost-effectiveness  of  a 
community  care  mandate  for  the  severely  disabled.    We  believe  that  S.  2053 
could  lead  to  Increased  cost  per  day  1n  providing  care  to  many  Medicaid 
recipients  and  would  almost  certainly  lead  to  Increased  total  costs.  There 
Is  an  underlying  assumption  that  community-based  care  Is  less  expensive,  . 
on  average,  than  Institutional  care.    However,  If  Intensive  care  Is  provided 
to  Individuals  In  several  small  settings,  rather  than  In  one  large  setting, 
there  could  be  significant  Inefficiencies.    Qualified  professionals  to 
provide  care  and  rehabilitation  to  disabled  Individuals  are  In  relative 
short,  supply.    Aside  from  the  cost  of  recruHIng  and  training  the  large 
number  of  new  professionals  that  would  be  needed,  It  Is  doubtful  that  having 
them  available  In  each  community  facll Ity  would  be  cost-effective,  especially 
given  the  other  legitimate  demands  on  the  limited  health  and  social  care 
resources  we  are  willing  to  pay  for  In  this  society.    Thus,  community, 
facilities,  as  defined  In  S.  2053,  would  not  always  be  able  to  sustain 
ad  quite  staff  or  equipment  for  those  most  In  need  without  becoming  prohib- 
itively expensive.    As  an  example,  In  North  Carolina  we  have  found  group 
home's  to  be  as  expensive,  or  more  expensive,  on  average  as  large  Institutions. 

Regarding  eligibility  and  cost,  It  appears  to  us  that  section  6  of  the 
bill  would  significantly  Increase  the  number  of  persons  eligible  for  Medicaid, 
and  therefore»  would  significantly  Increase  the  total  expense  of  the  program. 
Under  home  and  community-based  care  waivers,  states  are  using  waivers  to 
remove  mentally  retarded  Individuals  already  residing  In,  Institutions  and 
place  them  In  the  community.    The  liberal  eligibility  guidelines  suggested 
by  S.  2053.  however,  would  lead  to  coverage  for  many  Individuals,  currently 
In  the  community,  who  are  being  cared  for  by  family  and  friends.  While 
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undoubtedly  some  of  these  people  deserve  additional  assistance,  we  believe 
it  would  be  a  mistake  to  significantly  Interfere  with  the  natural  support 
network  In  the  community.    That  network  needs  reinforcement,  not  replacement.  * 

One  further  concern  with  the  bill  Is  the  Impact  on  patient  and  family  rights. 
If  enacted,  S.  2053  would  severely  limit  the  choice  of  treatment  centers 
available  to  Individuals  and  their  families.    Although  this  may  not  be 
the  bill's  Intent,  It  would  appear  to  be  Its  consequence.    S.  2053  does 
allow  for  a  hearing  process  In  which  individuals  and  their  families  may 
appeal  for  care  In  a  larger  Institution.    But  the  result  would  be  to  put 
the  state  at  risk  for  financing  that  care  for  those  whose  appeals  are 
successful.    It  seems  to  us  perverse  to  remove  all  federal  funding  for 
large  Institutions,  yet  at  the  same  time  acknowledge,  through  the  establish- 
ment  of  a  fair  hearing  process,  thaMarger  Institutions  may  be  the  appropriate 
setting  for  care  and  treatment. 

In  the  Interest  of  addressing  the  goals  of  the  bill,  but  avoiding  some 

of  the  problems  It  would  create,  we  offer  two  observations:  j 

First,  the  states  are  currently  capable  of  carrying  out  the  process  of  * 
deinstitutionalization  for  those  Individuals  who  would  receive  more  appropriate 
care  In  a  community  setting.    The  states  have  been  pursuing  this  policy 
for  more  than  a  decade  and  the  activity  has  recently  been  enhanced  by  the  j 
home  and  communl ty- based  care  waivers  program.    If  there  has  been  a  concen/ 
on  the  part  of  the  mentally  retarded  and  their  families,  It  may  be  that 
the  process  Is  not  proceeding  as  fast  as  some  would  like,  but  It  has  beep 
proceeding  In  the  careful  manner  necessary  to  avoid  costly  mistakes. 
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Second,  the  goal  of  deinstitutionalization  would  be  benefited  most  at  this 
point,  If  home  and  community-based  care  services  were  made  a  state  option, 
rather  than  a  waiver  program.    The  states  have  acted  responsibly  and  prudently 
under  the  waiver  program.  .  There  Is  no  reason  to  believe  this  would  change  _ 
if  home  and  community-based  services  were  made  a  less  cumbersome  state  option 
Instead.   An  option  would  avoid  the  delays  and  uncertainties  that  accompany 
the  waiver  process,  and  would,  therefore, j foster  the  same  state  efforts  to 
deinstitutionalize  that  the  drafters  of  SI.  2053  seek.    States  would  still 
need  the  flexibility  to  waive  itatewldeness  and  comparability  to  run  an 
effective  program,  but  this,  too,  c^uld  become  a  state  option. 

In  conclusion,  let  me  reiterate  that  state  Medicaid  directors  support  a  policy 
of  deinstitutionalization,  but  such  a  policy  must  acknowledge  that  optimum  ■ 
care  for  the  individual  Is  contingent  on  maintaining  a  variety  of  treatment 
settings.    To  the  extent  this  option  Is  constrained  by  federal  statute  or 
regulations,  those  in  need  will  suffer. 

Thank  you  for  this  opportunity  to  present  our  views.    I  would  be  happy  to 
answer  any  questions  you  may  have. 
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STATEMKNT  OF  l)R,  JENNIFER  HOWSE,  DEPUTY  SECRETARY, 
OFFICE  OF  MENTAL  RETARDATION,  PENNSYLVANIA  DEPART- 
MENT  OF  PUBLIC  WELFARE,  ON  BEHALF  OF  THE  NATIONAL 
ASSOC  IATION  OF  STATE  MENTAL  RETARDATION  PROGRAM  DI- 
RECTORS, INC. 

Dr.  Howse.  The  State  directors  of  mental  retardation  gladly 
accept  the  time  given  by  the  State  medicaid  directors. 

Senator  Chafee.  I  am  not  sure  she  specifically  offered  it  to  you, 
but  you  are  the  first  one  in  line,  so  you  take  it. 

Dr.  Howse,  Thank  you  so  much,  Senator.  [Laughter.] 

I  am  here  representing  the  National  Association  of  State  Direc- 
tors of  Mental  Retardation  Programs.  There  are  50  of  us.  We  col- 
lectively represent  services  to  over  500,000  mentally  retarded  citi- 
zens across  this  country. 

The  national  association  supports  the  development  of  a  compre- 
hensive system  of  community-based  services  for  developmentally 
disabled  persons  in  each  State;  however,  we  oppose  the  enactment 
of  S.  2058  in  its  present  form.  I  will  give  you  11  quick  reasons  why 
we  oppose  the  bill  in  its  present  form,  and  you  can  read  them  more 
indepth  in  the  testimony  that  we  have  presented  to  the  committee. 

The  1 1  reasons  are: 

One,  we  feel  that  the  bill  as  constructed  would  ignore  the  signifi- 
cantly different  problems  facing  the  50  States  today  and  ignore 
social,  demographic,  political  factors,  et  cetera,  that  have  to  be 
taken  into  account. 

Two,  we  believe  that  the  bill  would  require  States  to  absorb  the 
unamortized  portion  of  renovations  and  capital  improvements  to 
existing  State  facilities, 

Three,  the  bill  doesn't  offer  any  assurance  of  the  continued  avail- 
ability of  Federal  funds  to  support  the  contemplated  expansion  of 
community  services. 

Four,  we  believe  that  it  could  cause  a  deterioration  in  the  quality 
of  service  in  the  very  facilities  that  are  being  phased  out  over  the 
proposed  10-year  period  of  time. 

Five,  the  bill  does  not  provide  reimbursement  for  staff  training, 
which  is  a  critical  component  of  developing  a  quality  service  in  the 
community. 

Six,  we  believe  the  bill  would  complicate  the  already-difficult 
task  of  dealing  with  neighborhood  resistance  to  the  development  of 
community  services. 

Seven,  we  believe  the  bill  would  increase  the  risk,  of  developing 
substandard  community  programs  based  on  the  mandated  sched- 
ule, which  for  big  States  is  a  very  tough  schedule  indeed. 
.  Eight,  it  would  require  the  expenditure  of  billions  of  dollars  in 
capital  outlays  for  community  programs,  to  construct  them  in  a 
fashion  or  renovate  them  in  a  fashion  that  is  appropriate  and  fire 
safe. 

Nine,  the  bill  would  have  a  rather  substantial  impact  on  institu- 
tional employees,  and  does  not  appear  to  provide  the  States  much 
relief  in  that  respect. 

Ten,  the  bill,  I  believe  Dr.  Braddock  mentioned  and  I  certainly 
agree,  is  unusually  litigious  in  its  nature;  it  actually  invites  litiga- 
tion. 
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Senator  Chafee.  Do  you  have  these  items  numbered  in  your  tes- 
timony? 

Dr.  Howse.  Yes,  sir.  They  are  numbered  by  letters  of  the  alpha- 
bet in  the  testimony. 

Senator  Chafee.  Starting  on  page  7 A?  A  is  one? 

Dr.  Howse.  Yes,  sir,  and  summarized  in  considerably  more 
detail. 

Eleven,  the  last  criticism  that  we  have  of  the  bill,  Senator,  is 
that  we  believfe  that  it  places  too  much  authority  in  the  hands  of 
residential  service  providers  in  terms  of  managing  services. 

Another  concern  that  we  have  is  that  the  bill,  as  it's  written, 
would  vastly  expand  the  number  of  eligible  clients,  and  therefore  it 
would  expand  the  Federal  and  State  costs  involved  in  providing 
services.  Also  we  think  the  reimbursable  services  in  the  bill  as  it  is 
presently  constructed,  are  defined  too  broadly. . 

This  all'  might  sound  as  if  we  have  enormous  Opposition  to  the 
bill;  however,  that's  not  true,  Senator. 

Senator  Chafee.  Outside  of  that,  you  support  the  bill.  [Laughter.] 

Dr.  Howse.  These  are  very  practical  considerations.  We  think 
you  have  been  enormously  statesmanlike,  and  you  are  very  timely 
in  your  efforts  and  the  efforts  of  this  committee  to  substantially 
reform  the  use  of  medicaid  services  and  funding  to  support  the  di- 
rection of  community-based  services.  And  indeed,  I  am  sure  you 
will  find,  from  examining  testimony,  that  the  majority  of  States  in 
this  country  have  gone  in  the  direction  of  moving  their  medicaid 
dollars  into  community  services. 

Our  colleague,  the  North  Carolina  State  director  of  medicaid, 
mentioned  the  waiver  program.  We  have  an  alternative.  It  is 
.  simply  a  modification  of  the  bill  as  you  have  proposed  it.  We  would 
like  very  much  for  the  committee  to  consider  this  alternative  along 
with  other  alternatives  that  I  am  sure  will  be  brought  up  today. 

Our  alternative  simply  would  be  to  legitimize  the  existing  waiver 
authority  in  such  a  fashion  that  there  would  be  a  statutory  modifi- 
cation so  that  States  could  actually  receive  financing  for  home  and 
community  based  services  by  making  those  services  a  part  of  the 
State  medicaid  plan.  States  could  chose  to  do  so;  there  would  be 
certain  strings  attached  to  the  Federal  commitment.  None  of  us  be- 
lieve—despite your^good  intentions— that  we  receive  funds  without 
any  obligations  in  return. 

But  the  obligations  would  include  a  multi-year  plan;  States 
would  set  criteria,  schedule:*,  specify  ways  that  interagency  coop- 
eration would  be  achieved,  and  the  like. 

In  short,  we  hope  that  the  fact  that  there  is  some  stiff  opposition 
to  the  bill  does  not  result  in  throwing  out  the  baby  with  the  bath- 
water. We  do  think  that  the  time  is  right  for  redirecting  medicaid 
into  community  based  services. 

We  think  that  alternatives  that  prescribe  a  way  for  that  to  occur 
are  very  timely,  and  believe  and  urge  that  the  committee  find  a 
legislative  vehicle  to  achieve  the  redirection  of  medicaid  dollars, 
and  to  redirect  Federal  policy  and  Federal  financing  towards  com- 
munity based  services. 

Senator  Durenberger.  Thank  you. 

[Dr.  Howse's  prepared  statement  follows:] 
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NASMRPD  supports  the  development  of  a  comprehensive  system  of 

unity-^ased  services  for  developmentally  disabled  persons  in  each 


comm 

state.  However,  we  oppose  the  enactment  of  S.  2053#  in  its  present 
form,  for  theXreasons  outlined  below. 


•  The  establishment  of  a  fixed  national  schedule  for  phasing-out  federal 
Medicaid  support N^o  all  larger  institutions  serving  chronically 
disabled,  non-elderly  recipients  wouldt   (a)  ignore  the  significantly 
different  problems  facing  the  50  states  and,  thus,  fail  to  account,  for 
the  unique  social,  demographic  and  political  factors  each  state  must 
contend  with  in  its  efforts  to  achieve  permanent  systemic  reforms;  tb) 
require  many  states  to  absorb  the  unamortized  portion  of  institutional 
renovation  costs,  previously  mandated  under  federal  ICF/MR  regulations; 
(c)  offer  no  assurance  of  the  availability  of  federal  funds  to  support 
the  contemplated  expansion  in  community-based  services;  (d)  ca  ase  a 
deterioriation  in  the  quality  of  services  in  facilities  scheduled  to 
lose  Medicaid  support;  (e)  require  the  states  to  provide  staff  training 
service  not  reimbursable  under  the  Act;  (f)  complicate  the  task  of 
dealing  with  neighborhood  resistance  to  the  establishment  of  community- 
based  facilities;  (g)  increase  the  risk  of  developing  substandard  com- 
munity programs;  (b)  require  the  expenditure  of  billion  of  dollars  in 


ERLC 


4 


136 


131 


1 

capital  outlays  to  construct  appropriate,  fire  safe  community 
residences;   (i)  place  states  in  the  double  bind  of  trying  to  meet  the 
legislation's  institutional  depopulation  goals  while  at  the  same  time 
cushioning  the  impact  on  institutional  employees;   (j)  afford  the  states 
inadequate  protection  against .decisive,  time-consuming  litigation;  and 
(Jc)  place  too  much  authority  in  the  hands  of  residential  service  provi- 
ders. 

•  S.  2053's  proposed  eligibility  standards  also  would  create  new  ine- 
quities and  vastly  expand  the  number  of  eligible  clients  as  well  as  the 
federal/state  cost  of  providing  long  term  care  services  under  Medicaid. 

•  Reimbursable  services  are  defined  too  broadly  in  the  bill  and,  con- 
sequently, would  extend  Medicaid  funding  to  previously  excluded  areas 
of  programming. 

•  As  an  alternative  to  S.  2053,  NASMRPD  supports  the  following  revisions 
in  existing  law:  - 

u 

<.»» 

*  Permit  states  to  offer  "home  and  community-based  services"  as  an 
optional  coverage  under  their  Medicaid  plana  for  recipients  severely 
disabled  since  childhood  who  otherwise  would  require  long  term  care 
services  in  a  Title  Xix-certif ied  institution. 

*  Require,  as  a  condition  of  approval  of  <a>  community  care  waiver 
request  or  a  state  plan  amendment  after  July  1,  1985,  that  a  state: 
(a)  offer  homeland  community  care  coverage  as  an  optional  Medicaid 
service  no  later  than  July  1.  1990;  and  (b)  implement  a  tan  yaar  , 
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plan  to  minimize  the  number  of  developmentally  disabled  recipient! 

inappropriately  placed  in  large  institutional  settings. 

i 

v 

Increase  the  federal  Medicaid  matching  ratio  for  home  and  community 
care  services  by  five  percentage  points  above  the  state's  normal 
share  of.  Title  XIX  costs. 

Authorize  states  to  cover  pre-vocat ional  services  for  eligible,  non- 
elderly  disabled^  persons  as  part  pf  a  home  and  community  care  ser- 
vice program,  under  certain  specified  conditions. 

Limit  the  Secretary's  authority  to  place  restrictions  on  the  manner 
in  which  average  per  capita  expenditures  are  calculated  for  purposes 
of  approving  a  home  and  community  care  waiver  request  or  the  pro- 
posed optional  state  plan  service  discussed  above. 
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Introduct  ion 

The  membership  of  the  National  Association  of  State  Mental  Retarda- 
tion Program  Directors  consists  of  the  designated  officials  in  the 
fifty  states  and  territories  who  are  directly  responsible  for  the 
provision  of  residential  and  community  seflvlces  to  a  total  of  over 
half  a  million  mentally  retarded  children  and  adults,     As  a  result, 
we  have  a  vital  stake  in  the  evolution  of  federal  Medicaid  policy. 

According  to  statistics  compilied  by  the  tfealth  Care  Financing 
Administration,   federal-state  Medicaid  payments  on  behalf  of  124,600 
residents  'in  intermediate  care  f aci 1 1  ties; for  the  mentally  retarded 
(1CF/MR)   totalled  S3. 6  billion1  in  FY  1982  1     Outlays  for  ICt/MR  ser- 
vices are  experted  to  climb  to  $4.2  billion  in  the  current  fiscal 
year.     The  federal  share  of  such  costs  was  $2.0  in  FY  1982  and  Will 
approach  $2.4  billion  during  FY  1984.     This  makes  ICF/MR  reimbur-, 
sements  by  far  the  single  largest  source  Of  federal  aid  to  the 
states  for  services  to  mentally  retarded  persons*. 


Recent  Trends 

Since  the  late  1960's  the  states  have  emuhasized  the  development  of 
community-based  alternatives  to  large,  multi-purpose  institutions. 
As  A  consequence»  we  have  witnessed  a  steady  decline  in  the  number 
of  persons  residing  in  public  and  private  institutions  for  the  men- 
tally retarded.     For  example,   since  1$67,  when  the  population  of 
public  institutions  peaked,   the  aggregate  number  of  mentally 
retarded  residents  has  declined  by  almost  77,000--6r  to  117,850  by 
June  10,  1982. 

Meanwhile,   there  has  been  a  shapp  Increase  In  the  number  and  types 
of  community  residential  and  daytime  programs  for  mentally  retarded 
and  other  developmental ly  disabled  persons.     A  1977  survey,  con- 
ducted by  the  University  of  Minnesota  Center  for  Residential  and 
Community  Services,   found  that  over  half  of  the  4,427  community 
residential  facilities  serving  the  mentally  retarded,  nationwide, 
had  been  established  within  the  preceeding  five  years.     A  more 
recent  study  by  the  Center  revealed  that  the  number  of  small  com- 
munity residences  (serving  10  or  fewer  persons)  almost  quadrupled 
between  1977  and  1982  and  the  number  of  residents  living  In  such 
facilities  more  than  tripled  (from  17,635  to  51,132). 

The  Commonwealth  of  Pennsylvania  illustrates  the  historic  changes 
which  are  taking  place  in  professional  and  societal  views  of  the 
most  appropriate  methods  of  serving  mentally  retarded  persons.  In 
1966,  Pennsylvania  operated  nine  state  schools  tor  the  mentally 
retarded  serving  a  total  of  13,470  residents.     Today,   the  number  of 
residents  in  Commonwealth  institutions  has  declined  to  6,400.  or 
le&s  than  half  the  number  seventeen  years  ago.     Over  the  past  24 
months,  we  have  closed  three  state-operated  mental  retardation  units 
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and  the  Secretary  of  Public  Welfare  recently  announced  plans  to 
phase  out  one  of  Pennsylvania's  largest  and  best  known  retardation 
treatment  facilities,  Pennhurst  State  Center,   by  June  30,  1986. 

Meanwhile,   support  for  community-based  living  and  programming  alter- 
natives has  grown  rapidly  in  Pennsylvania.    The  FY  1984-85  budget, 
which  Governor  Thornburgh  submitted  to  the  Legislature  two  weeks 
ago,   requests  $270.8  million  tor  community  mental   retardation  snr- 
vices,   or  122.5  percent  moro  than  the  amount  expended  just  five 
years  ago.     In  FY  1984-85,  the  Pennsylvania  Office  of  Mental 
Retardation  will  serve* 

•  6,792  clients  in  community  residences,  most  of  whom  will  live  in 
small,   home- like  environments; 

•  9,986  in  sheltered  workshops,  work  activity  centers  and  other 
daytime  habi  I  i  tat  ion  programs ; 

•  6,36.1  in  infant  stimulation  and  other  early  intervention 
programs;  and  > 

•  14,181  mentally  retarded  persons  and  their  families  through 
various  types  of  in-home  training,   respite  and  related 
assistance  programs. 

i 

The  trend  toward  serving  mentally  retarded  and  other  developmental ly 
disabled  persons  in  the  community  is  clear  —  not  only  in  Pennsylvania 
but  across  the  Nation.     NASMRPD  supports  this  trend.     In  our  view, 
the  fundamental  question  before  this  Subcommittee  today  is  not  the 
direction  which  future  policy  should  take,  but  rather  the  manner  in 
rfhich  federal  law  should  be  altered  to  facilitate  this  process, 
without   jeopardizing  the  quality  and  appropriateness  of  services 
rendered  to  existing  or  future  retarded  clients. 


Ill,     Basic  Assumptions  ^ 

Before  examining  some  of  the  practical  problems  inherent  in  S.  2053, 
as  currently  drafted,   I  want  to  underscore  the  fact  that  NASMRPD' 
agrees  with  several  of  the  basic  premises  that  underlie  the 
"Community  and  Family  Living  Amendments  of  1981".     For  example,  the 
Association  agrees  that: 

•  Existing  federal  Medicaid  policy  offers  the  states  powerful 
incentives  to  place  and  maintain  disabled  persons  in  large, 
mul t L-purpose  long  term  care  institutions,   since  reimbursement 
for  home  and  community-based  service  alternatives  is  not 
generally  authorized  under  current  law. 

f\ 

•  Thousands  of  mentally  retarded  and  other  developmental ly  dis- 
abled persons^who  currentlV  reside  in  public  and  private 
institutions  wo*uld  benefit'  from  transfer  to  less-restrictive, 
community-based  care  settings. 

\ 
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•  A  fundamental  goal  of  state  residential  systems  serving  mentally 
retarded  and  other  developmentally  disabled  persons  should  be  to 
assure  that  each  client  is  placed  in  the  most  normalizing,  least 
restrictive  living  environment,  given  his  or  her  service  needs. 

•  Steps  need  to  be  taken  to  build  upon  thre  precedents  established 
under  the  Medicaid  home  and  community  care  waiver  authority  .If 
the  states  arc"  to  meet  current  and  future  demand  for  appropriate 
community  living  and  "programming  opportunities. 


1  v •     Commentary  on_S  *. _2J)  *1 

While  NASMRPD  agrees  with  several  of  the  basic  premises  of  the 
"Community  and  Family  Living  Amendments",  we  also  believe  that  were 
the  bill  to  be  enacted  into  law  In  its  present  form  states  would 
face  enormous  problems  in  implementing  its  provisions;  as  a  con- 
sequence, many  of  the  objectives  which  ai'e  being  sought  would  not  be 
realized.     I  would  like  to  briefly  review  several  key  provisions  of 
S.  2053  and  outlLne  the  reasons  why  our  Association  feels  they  are 
ill-advised.* 

A .     Phasing  Out  Support  for  Larger  Med icai d-Certlfled  Institutions . 
Under  the  provisions  of  S.  2053,  states  would  be  allowed  up  to 
ten  years  to  phase  out  Title  XIX  support  for  any  Medicaid- 
certified  long  term  care  Institution  serving  the  severely 
disabled  which  did  not  qualLfy  as  a  "community  or  family  living 
facility",  as  defined  in  the  proposed  Section  1918(h)(2),  pro- 
vided the  state  had  an  Implementation  agreement  with  HHS  that 
complied  with  Section  1918(1)  of  the  bill.    There  are  a  number 
of  practical  reasons  why  many  states  would  have  great  difficulty 
in  fulfilling  such  a  mandate,  including: 

•  States  t  ce  significantly  different  problems  as  they  attempt 
to  accommodate  their  existing  MR/OD  service  systems  to  the 
demands  or  the  future  and  consequently ,  It  would  benearly 
impossible  to  fashion  an  Institutional  phase-out  schedule 
which  would  properly  account  for  all  of  the  unique  social, 
demographic  and  political  factors  llkriy  to  Influence 
policies  l.n  each  state, 

a  Many  states  would  be  required  to  absorb  the  unamortized  por- 
tion of  the  cost  of  Institutional  renovation  projects  man- 
dated  under  past  federal  ICF/MR  regulations . 


*      A  more  detailed  discussion  of  the  Association's  views  regarding  S.  2053 
is  available  by  writing  NASMRPD,  113  Oronoco  Street,  Alexandria,  Virginia 
22314. 
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•  fhe  bill  offers  no  assurances  that  federal  funds  wlll.be 
available  to  support  the  contemplated  expansion  In 
commun I  ty-based  services. 

$  The  quality  of  services  in  institutional  feci  1 1  ties  would  be 
likely  to  deter lorate  during,  the  phase -out  period. 

•  Objections  from  cLlents  and  parents  to  community  placement 
would  complicate  the  task  of  meeting  the  Inst i  tut lonal 
ph^se-out  schedule  mandated  under  the  bill. 

B«     Peye loping  Community  Al ter  natives,     A3  noted  above,   states  would 
be  required  to  enter  Tnto  a  "community  and  family  implementation 
agreement"  with  HHS  in  order  to  qualify  larger  residential  faci- 
lities for  continued  Medicaid  support  during  the  phase  out 
period.    The  overall  effect  of  this  mandatory  phase  out.  provi- 
sion of  S.   2053,   combined  with  the  detailed  stipulations  of  the 
implementation  agreement,  wou.ld  be  to  shift  responsibility  for 
formulating  Medicaid  Jong  term  policy,  as  it  affects  severely 
disabled  persons,   from  the  states  to  the  federal  government. 
NASMHPD  believes  that  such  a  shift  would:     (a)  be  incompatible 
with  the  basic  philosophy  of  a  federally  assisted,   st,ate  admi- 
nistered proqram  such  as  Medicaid;   (b)  lead  to  significant  ine- 
quitien  in  implementation  because  of  the  previously  mentioned 
differences  in  needs  and  resources  among  the  fifty  states?  and 
(c)  bo  difficult  to  implement  because  HHS  lacks  the  specialized 
staff   resources  necessary  to  properly  administer  the  program 
cai led  for  i  n  the  bill. 

NASMRPD  also  is  concerned  that  several  of  the  obligations  states 
wouid  be  required  to  undertake  in  order  to  maintain  an  accep- 
table  implementation  plan  are  unrealistic,  including: 

•  Federal  training  funds  are  not  author  I  /f?d  under  present  or 
proposed  law,   even  though  5.  ?05J  would  obligate  the  states 
to  provide  training  services  to  community  program  staff. 

•  Lack  of  community  accent anie  would  be  a  barrier  to  athlnvlnq 
the  proposed  Inst  i  tut  ioial  phase -out   'schedule   in  many 

•  l he  risk  of  developing  substandard  community  programs  would 
increase,  If  5.  205}  were  enacted  Into  law. 

$  Billions  of  dollars  In  capital  outlays  would  be  reoulrud  to 

construct  safe,  accessible  community  residences'  for  the 

mu Itl -handlcaoped ,  nOn-amou  latory  residents  who  remain  In 
public  and  private  Inst itutions . 

•  The  proposed  employee  p rotect iuns  do  not  solve  the  onovmous 
logistical  and  political  problems  many  states  would  face  If 
they  were  required  to  phase  out  Medicaid  support  for  all 
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large  public  institutions  according  to  the  schedule  set 
forth  In  the  bill. 


JS?JW?!^  w?1    or  Parental  appeals,  contained  In  Section 

i8lVJl)JV  Qf  S*  205J'  *ould  t>*  difficult  to  administer 
and  afford  the  states  Inadequate  protections. 

The  bill,  as  drafted,  would  place  too  much  authority  and 
control  In  the  hands  of  prbvlders  of  residential  services. 

Eligibility  for  Services,     in  S.  2053,  the  term  -severely 
disabled  individual-  U  defined  in  the  same  manner  as'the  term 

developmental  disability-  in  the  Developmental  Disabilities 
Assistance  and  Bill  of  Right  Act,  except  thati(a)  the  age  of 
onset    of  the  disability  would  have  to  have  occurred  prior  to 
age  50,   rather  than  22;  and  (b)  mentally  ill  persons  between  the 
ages  of  21  and  64  would  be  treated  as  ineligible  for  benefits. 

Limiting  benefits  to  persons  disabled  prior  to  age  50,  in  our 
view,  makes  little  sense  in  the  context  of  overall  Medicaid 
P?iluy'  U  difficult  to  argue,  for  example,   that  a  45-year 

old  bus  driver  who  sustains  a  serious  spinal  cord  injury  in  a 
H3:  lc  accident  should  be  entitled  to  an  entirely  different  set 
of  benefits  than  a  similarly  injured  colleague  who  happens  to  be 
j j  years  old ■ 

Furthermore,  state  and  federal  outlays  for  long  term  care  ser- 
vices on  behalf  of  severely  disabled  Medicaid  recipients  would 
rise  percipitously  if  s.  2053  were  enacted  into  law--primarily 
because  of  the  additional  number  of  clients  who  would  become 
eligible  for  Title  XIX  reimbursable  services.     Based  on  an  ana- 
lysis of  available  data,  NASMRPD  calculates  that  the  number  of 
retarded  persons  who  would  be  eligible  for  long  term  care  bene- 
fits under  Medicaid  would  at  least  double  in  the  short  run  and 
more  than  triple  In  the  longer  term.     And,  these  estimates  do 
not  even  begin  to  account  for  the  effect  of  adding  thousands  of" 
non-retarded  persons  who  would  become  eligible  for  long  term 
catfe  services  under  the  bill;  nor  do  they' factor  in  the 
increased  marginal  costs  of  operating  larger  public  and  private 
institutions  over  the  ten  to  fifteen  year  phase  out  period  that 
wOUd  be  authorized  under  the  bill. 

the  federal  government  struggling  to  keep  the  deficit  under 
>40Q  billion  annually  and  many  states  facing  difficulty  in 
sustaining  current  service  levels  despite  recent  tax  increases, 
wfc  feel  it  is  essential  that  individuals  and  groups  interested 
i,n  the  welfare  of  severely  disabled  individuals  conceptualize  an 
incremental  strategy  for  altering  Medicaid  policies  that:   (a)  is 
Consistent  with  the  goal  of  offering  eligible  severely  disabled 
recipients  long  term  care  services  appropriate  to'  their  n*eda  in 
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\      a  setting  which  maximizes  their  opportunity  for  growth  and 
\    self-fuif illment;  and  (b)  assures  reasonable,  controlled  growth 
\  in  Medicaid  outlays  over  the  next  five  to  ten  years. 

D.    \fevered  Services,     Under  the  provisions  of  S.  2053,  a  wide  range 
of  home  and  community-baaed  services  rendered  to  Title 
Xl\-ellgible,  severely  disabled  persons  would  be  treated  as 
reimbursable  costs  under  the  Medicaid  program.    The  way  in  Which 
several  of  those  services  are  defined  deserves  comment: 

•  Home  or  Community-Based  Health  Care  Services.    The  bill 
indicates  that  such  services  as  " . . . descr ibed  in  Section 
1915(c)(4)(B)"  of  the  Act  would  be  reimbursable  under  the 
proposed  program  for  severely  disabled  persons.     The  cited 
section  of  the  Act  outlines  services  that  may  be  covered 
under  an  approved  home  and  community  care  waiver  program. 

.  However,  the  technical  language  of  S.  2053  leaves  some  doubt 
in  our  mind  as  to  whether  the  drafters  intended  to  authorize 
Medicaid  reimbursement  for  all,  or  just  certain,  services 
currently  fundable  undet  a  Section  1915(c)  waiver. 

•  Comprehensive  Services  for  Independent  Living.     No  one  would 
deny  that  severely  disabled  persons  can  benefit  from  inde- 
pendent living  services  or  that  demand  for  such  services 
greatly  exceeds  the  current  supply.     The  question  is:  should 
such  services  be  reimbursable  under  the  federal-state 

*  Medicaid  program.     Section  702(b)  of  the  Rehabilitation  Act 

of  1973,  as  amended,  defines  the  term  "comprehensive  ser- 
vices for  independent  living"  to  mean  "/..any  appropriate 
vocational  rehabilitation  service. and  any  other  service 
that  will  enhance  the  ability  of  a  handicapped  individual  to 
live  independently  and  function  within  his  family  and  com- 
munity and,   if  appropriate,  secure  and  maintain  appropriate 
employment . *    Traditionally/  vocational  rehab il it at Ion  and 
job  placement  services  have  not  been  treated  as  reimbursable 
expenses  under  the  Medicaid  program. 

.  •  Room  and  Board.     Since  most  potentially  eligible  recipients 
of  benefits  under  the  proposed  new  program  for  severely 


disabled  persons  would  qualify  for  SSI  benefits,  we  see  no 
reason  to  treat  room  and  board  costs  as  a  Medicaid  reimbur- 
sable service.  The  notion  of  an  individual  entitlement  to 
cash  assistance,  NASMRPD  believes,  is  more  compatible  with 
the  goal  of  fostering  independence  and  self-reliance,  which 
is  the  hallmark  of  community-based  services.  By  contrast, 
the  single  vendor  payment  approach,  which  has  long  charac- 
terised Medicaid  long  term  care  policy,  tends  to  reinforce 
the  client's  dependency  on  the  provider  of  services. 


E .     Standards  Applicable  to  Non-Complying  Facilities.     In  order  to 
avoid  reductions  in  federal  payments  for  administrative  costs 
incurred  in  operating  the  Medicaid  program,  states  would  be 
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required  under  S.2053  to  give  assurances  Vhat  periodic  indepen- 
dent reviews  of  all  large,  former  ICF/MR  facilities  would  be 
conducted,   to  assure  that  they  remained  in  compliance  with 
federal  ICF/MR  standards,     tn  oth^r  words,  compliance  with 
federal  standards  would  be  mandatory  in  decerkif ied  facilities. 
We  doubt  that  such  a  provision  would  be  upheld\in  court,   if,  as 
seems  certain,   it  were  to  be  challenged  on  either  statutory  or 
Constitutional  grounds. 

F .     Enforcement  and  Penalty  Provisions.    Tin   bill  incorporates  a 

confusing  array  of  auditing  and  oversight  requirements .  NASMRPD 
members  recognize  the  states'  continuing  obi igat ion  xo  maintain 
proper  accountability  for  federal  Medicaid  funds.     However,  we 
believe  that  the  present  requirements  of  the  Chafee  bi\ll  would 
lead  to  duplication  of  effort  and  consequently  impede  effective 
implementation  of  the  program. 

Finally,  S.  2053  would  permit  any  interested  party  to  fil\  suit 
in  federal  district  court  if  he  or  she  felt  the  terms  of  the  Act 
were  being  violated.     NASMRPD  fears  that  such  an  open-endedN 
authority  to  litigate  would  lead  inevitably  to  suits  that  wo^ld 
hinder,   rather  than  advance,  effective  implementation  of  the 
program. 

NASMRPD 's  Alternative  Proposal 

While  our  Association  opposes  the  enactment  of  S.  2053  in  its  pre- 
sent form,  we  strongly  support  statutory  modifications  in  Title  XIX, 
aimed  at  encouraging  the  states  to  expand  and  improve  community- 
based  alternatives  to  large  institutions.     In  this  concluding  sec- 
tion of  my  testimony,   I  will  outline  for  the  Subcommittee  a 
coordinated  set  of  statutory  amendments  which,  NASMRPD  believes, 
wouid  reduce  the  "institutional  bias"  of  present  Medicaid  policy,  as 
it  applies  to  the  provision  of  long  term  care  services  to  eligible 
developmentally  disabled  clients.     The  ideas  expressed  below  are  not 
intended  to  be  a  polished  legislative  proposal,  but  rather  a  preli- 
minary attempt  to  identify  a  reasonable  middle  ground  between  those 
who  are  satisfied  with  existing  Medicaid  policies  and  those  who 
believe  that  Title  XIX  support  for  all  long  term  care  facilities 
serving  more  than  fifteen  non-elderly  disabled  recipients  should  be 
phased  out  over  the  next  10  to  15  years. 

With  these  thoughts  in  mind#  NASMRPD  recommends  that  the  following 
changes  be  made  in  existing 'law: 

A,    Optional  Coverage*    Add  "home  and  community-based  services'*,  as 
that  term  Is  currently  used  In  Section  1915(c)(4)(B)  of  the 
Social  Security  Actt  as  an  additional  service  which  states  may 
elect  to  cover  under  their  medical  assistance  plans,  for  reci- 
pients severely  disabled  since  childhood,  In  accordance  with  the 
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oruvi  signs  of  '.ectinn  J2)  of  the  Social  Security  <\ct,  <*nr/  other- 
wise requiring  lonq  term*. rare  in  a  fit  it*  *J  X-cer  t  i  fi/>tf 
institution. 

i 

Under  current   law  the  Secretary  of  Health  and  Human  Serv-ices  may 
approve  waiver  requests  submitted  by  states  desirous  of  pro- 
viding Medicaid -reimbursable  homo  and  community-based  services 
to  eligible  recipients  who,    in  the  absence  of  such  services,  ' 
"would  require  the  level  of  care  provided  in  a  skilled  nursing 
facility  or  intermediate  care  facility.,,"     (Section  1915(c)(1) 
of  the  Act).     As  of  December,    1983,   Jl   states  had  submitted  a 
total  of  48  such  requests  to  HHS  which  explicitly  asked  for 
authority  to  provide  home  and  community  care  services  fpr  men- 
tally retarded  and  other  devel opmental 1 y  disabled  recipients. 
Twenty-nine  (2<n  of  these  requests  had  been  approved,   three  (j) 
hryi  been  disapproved  and  one  (1)  withdrawn;   final  action  was 
pending  on  the  remainder. 

Despite  the  advantages  of  the  waiver  program  compared  to  past 
policies  and  the  clear  evidence  of  the  states'   willingness  to 
use  this  alternative  method  of  financing,   there  are  several 
features  of  the  current  statutory  and  regulatory  authority  which 
suggest  that,    in  the  long  run,    it  may  prove  to  be  an  imperfect 
vehicle  for  encouraging  states  to  utilize  lower  cost  home  and 
community-based  care  options.     One  prominent  drawback  of  the 
waiver  authority  is  that  It  offers  a  state  little  incentive  to  • 
move  systematically,  over  a  period  of  years,  -to  expand  the 
number  and  types  of  community-based  services  available  to  eli- 
gible severely  disabled  recipients  with  long  term  care  needs, 
thereby  making  It  possible  to  reduce  the  number  of  such  persons 
who  are  inappropriately  placed  in  institutional  settings. 

Furthermore,   from  the  point  of  view  of  a  participating  state, 
the  waiver  process  represents  a  less  secure  method  of  financing 
services  than  those  available  under  a  regular  state  plan  amend- 
ment.    With  a  waiver,   for  example,   the  Secretary  can  withdraw 
approval  just  as  simply  as  she  initially  approved  the  state's 
request . 

Finally,  despite  the  fact  that  there  is  no  Stat u tor y.  exp i rat  ion 
date  for  the  home  and  community  care  waiver  program,  the 
legislation  is  generally  viewed  in  Washington  as  an  experimental 
attempt  to  test  the  hypothesis  that  long  term  care  services  for 
elderly  and  disabled  persons  can  be  provided  more  economically 
and  humanely  if  the  states  are  given  greater  freedom  to  choose 
among  a  wide  array  of  Medicaid  reimbursable  service  alter- 
natives.    Indeed,  the  very  notion  of  a  waiver  authority  is 
derived  from  the  Secretary's  long  standing  statutory  power  to 
grant  waivers  for  the  purpose  of  demonstrating  new  aprroaches  to 
providing  services  and  cash  assistance  to  persons  eligible  for 
federally-assisted  welfare  benefits  (Section  1115'  of  the  Social 
Security  Act). 
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Given  the  fact  that  many  states  with  approved  Section  1915(c) 
waiver  programs  have  substantially  realigned  their  methods  of 
financinq  community-based  services  for  developmentally  disabled 
clients,  the  elimination  of  this  authority,  or  major  constraints 
on  its  future  use,  could  be  highly  disruptive.    Thus,  continuity 
of  federal  support  is  a  major  concern  of  participating  states, 
especially  in  view  of  the  likelihood  that  most  waiver-eligible 
program  participants  will  be  dependent  on  public  support,   In  one 
form  or  another,  for  the  remainder  of  their  lives. 


As  an  initial  step  toward  addressing  these  drawbacks  of  trie 
existing  waiver  program,  the  proposed  legislation  would  amend 
Section  1905(a)  of  the  Act  by  allowing  states  to  offer  home  and 
community-based  services  for  certain,  high  risk  developmentally 
disabled  recipients,' as  an  optional  coverage  under  their  state 
Medicaid  plans.     Except  as  specified  below,  the  range  of  ser- 
vices reimbursable  under  this  proposed  optional  state  plan  ele- 
ment would  be  the  same  as  those  currently  specified  in  Section 
1915(c)(4)(B)  of  the  Act  (see  discussion  under  Item  D  below). 
Eligibility  for  such  services  still  would  be  restricted  to 
,  clients  who  were  either  currently  residing,  or  at-risk  of -place- 
ment,  m  Title  XlX-cert I f led  long  term  care  facilities. 

We  believe  there  are  several  sound  reasons  for  drawing  the  para- 
meters of  eligibility  in  this  manner.     First,  clinicians  and 
program  administrators  generally  agree  that  severe,  prolonged 
disabilities  occurring  at  birth  or  during  a  child1*  early  deve- 
lopment require  signl f Icantly  different  treatment  and  life  mana- 
gement strategies  than  disabilities  of  similar  severity  that 
occur  after  the  Individual  reaches  adulthood.     Second,  states 
are  organized  tp  deliver  services  to  persons  who  meet  the  defi- 
nition of  eligibility  suggested  above;   in  contrast,  existing 
service  delivery  responsibilities  would  have  to  be  completely 
revamped,  at  tremendous  expense  in  both  dollars  and  time,  if 
eligibility  were  to  be  extended  to  disabled  persons  up  to  age 
50.     And,  finally,  NASMWD's  proposed  definition  would  assure 
that  home  and  community  services  would  be  focussed  on  the 
appropriate  target  populat ion— those  most  likely  to  be  Institu- 
tionalized or  at-risk  of  institutionalization. 

Requirements  of  Participation.    Amend  Section  1915(c)  of  the  Act 
t0  specify  that,  on  or  after  July  lt  19B5,  in  order  to  qualify 
for  approval  of  a  new  or  renewal  waiter  request  on  behalf  of 
recipients  with  severe  disabilities  originating  in  childhood  (as 
that  term  is  defined  in  Section  223  of  the  Act)t  a  state  must 
agree  to:  (a)  offer  home  and  community  care  services  for  such 
recipients  as  an  optional  coverage  under  its  state  Medicaid 
plan,  beginning  no  later  than  July  i,  1990;  and  (b)  develop  and 
implement  a  ten  year  plan  aimed  at  minimizing  the  number  of  such 
recipients  inappropriately  placed  in  large  institutional 
settings. 
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Among  the  states  specific  obligations  Under  this  provision  of 
the  legislation  woul  1  bft  to*  la)  establish  a  comprehensive 
screening  and . assessment  program  to  identify  developmental ly 
disabled  persons  inappropriately  placed  in  skilled  nursing, 
intermediate  care  and  intermediate  care  facilities  for  the  men- 
tally retarded;   (b)  describe  tjhe  level  of  .care  criteria,  poli- 
cies and  procedures,   it  would  use  to  determine  ..whether  a 
disabled  applicant  -is  qualified  for  admission  to  a  SNF,  ICF  or 
ICF/MR  facility  (and,  thereby,]  eligible  to  receive  community 
care  services)  and,   if  so,  whether  he  or  she  would  benefit  from 
such  non- institutional  services;  (c>  establish  a  pre-admission  . 
screening  program  aimed  at  preventing  future  inappropriate 
placements  of  developmentally . disabled  persons  in  SNF,  ICF  or 
ICF/MR-certif led  facilities;   (d)  outline  a  systematic  plan  to 
reduce  the  number  of  developmentally  disabled  persons 
inappropriately  placed  in  institutional  settings  over  a  ten  year 
period;   (e)  describe  the  steps  that  would  be  taken  to  develop 
the  home  and  community  care  services  required  to  meet  the  needs 
of  persons  inappropriately  placed  in  Title  XlX-certif ied  long 
term  care  institutions,  as  well  as  to  deflect  future  institu- 
tional placements;  and,   (f)  describe  the  steps  that  wpuld  be 
taken  to  assure  that  the  activities  of  responsible  state  and 
local  agencies  are  properly  coordinated  to  achieve  the  objec- 
tives described  above.     Any  state  which  failed  to  fulfill  its 
obligations  under  this  agreement  with  HHS  would  be  subject  to 
fiscal  sanctions* 

There  are  several  reasons  why  NASMRPD. bel levea  that  the  proposed 
extension  of  optional  coverage  for  community  care  services  on 
behalf  of  certain  developmentallydisabled  recipients  would  be  a 
prudent  step.     First,  since  elig*Tbllity  would  be  restricted  to 
persons  severely  disabled  in  childhood,  who  are  either  residing 
in  Title  XIX  Institutions  or  at-risk  of  placement  in  such  facil- 
ities, the  total  number  of  recipients  potentially  eligible  for 
community  care  benefits  would  be  relatively  small.     Second,  as 
is  the  case  under  the  existing  Section  1915(c)  waiver  authority, 
states  would  be  obligated  to  demonstrate  the  cost  effectiveness 
of  community  alternatives',  compared  to  institutional  costs,  and, 
therefore,   it  should  be  possible  to  avoid  uncontrolled  growth  in 
program  outlays.     And,  finally,  most  states  already  have  well- 
established  networks  of  community  care  services  for  developmen- 
tally disabled  persons  upon  which  to  build.  Generally, 
community  care  systems  for  frail  elderly  and  other  disabled 
Medicaid  recipients  are  not  as  well-developed. 

Increased  Matching  Ratio.    Amend  Section  1902(a)  of  the  Act, 
efrectlve  July  I,  1985,  to  increase  the  federal  matching  ratio 
for  home  and  community-based  services,  delivered  in  accordance 
with  an  approved  Section  1915(c)  waiver  request  or  as  an 
optional  service  under  a  state*s  Medicaid  plan  on  b&half  of  cer- 
tain developmentally  disabled  recipients,  by  five  percentage 
points  above  the  percentage  a  state  is  otherwise  entitled  to 
receive  under  the  provisions  of  Section  1905(b)  of  the  Act, 
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The  purpose  of  this  amendment  would  be  to  give  the  states  a 
positive  fiscal   incentive  to  develop  community-based  alter- 
natives for  developmentally  disabled  persons  who  are  at-risk  of 
institutionalization.     It  would  entail  some  additional  federal 
•utlays,  but  since'  services  would  be  restricted  to  persons 
currently  institutionalized  or  at-risk  of  institutional izatftn 
J.n  a  Title  XlX-cert  if  ied  f aci  1  ity, ..  presumably  the?  increase  would 
be  offset,  at  least  , in  part,  by  the  generally  lower  average  per 
capita  costs  of  home  and  community-based  alternatives. 

Unlike  a  similar  provision  in  the  Chafee  bill,  the  proposed  dif- 
ferential matching  for  home  and  community-based  services  would 
not  be:   (a)  restricted  to  persons  residing  in  Medica^d-cert i f ied 
institutions  as  of/  the  date  of  enactment  of  the  legislation;  or 
(b)   limited  in  duration  to  five  years  after  an  institutionalized 
recipient  was  placed  into  a  community-based  setting.  Therefore., 
the  states  would  not  be  faced  with  perverse  fiscal   incentives  in 
attempting  to  establish  service  priorities.     Nor,  would  they 
have  to  worry  about  "making  up  the  difference"  when  the  period 
of  differential  matching  expired. 

D.    Coverage  of  Pre-Vocational  Services.    Explicitly  authorize  the 
states  to  cover  ore-vocational  services  for  eligible,  non- 
elderly  disabled  persons  under  a  home  and  community  care  waiver 
program  and/or  a  state  plan  amendment  (as  discussed  under  Item  A 

above),  provided  certain  conditions  are  met. 

i 

Most  states  which  have  submitted  waiver  proposals  aimed  in  whole 
or  in  part  at  providing  home  and  community-based  services  to 
eligible  developmentally  disabled  persons  are  offering,  or 
intend  to  offer,  day  habilitation  services  which  include  task- 
oriented,  activities  intended  to  help  participating  clients  to 
acquire  the  social  and  job-related  skills  that  are  prerequisites 
to  entry  into  a  vocational  training  program.     Generally,  such 
clients  are  capable  of  very  limited  productivity,  but  they 
nonetheless  need  the  opportunity  to  engage  in  such  training 
programs  if  they  are  to  make  a,  successful  and  permanent  adjust- 
9       ment  to  living  in  the  community. 

HHS  attorneys  have -prepared  an  informal  opinion  indicating  that 
neither  vocational  nor  pre-vticational  training  services  should 
be  considered  reimbursable  expenditures  under  a  home  and  com- 
munity care  waiver.     In  view  of  the  indistinguishable  line  be- 
•   tween  work-related  training  and  other  habilitative  activities  in 
the  case  of  such  clients,  a  growing  nuinber  cf  states  have  been 
expressing  concern  that  they  may  be  subject  to  sizable 
disallowance,  unless  existing  federal  policies  are  clarified* 


The  proposed  amendments  would  modify  Section  1915(c)(4)(B)  of 
the  Acyby  adding  the  following  parenthetic  qualifier  after  the 
words  "nabilitat ion  services"!     "(including  pre-vocational  ser- 
vices for  any  eligible  non-elderly  client  who  is  disabled  as 
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,  defined  in  Section  223  of  » he  Oict  and  is  participating  in  a 
program  certified  as  a  "work  activities  center"  under  the  provi- 
(      aions  of  tSection  14  (J)  of  t.ie  Fair  Labor  standards  Act  > M .  In 
other  words,  to  qualify  as  a  "habilitation  service"  under  a 
waiver,  or  the  fitate  plan  amendment  proposed  above,  pre- 
vocational  activities  would  have  to  be  provided  to  cllenV.s  wh<» 
4  v  were  determined,   in  accordance  with  the  basic  Social  Security 

Acr  definition  of  disability,  to  bo  M  t).  ,  incapable  of  engaging  in 
substantial  gainful  activity";  also  they  would  have  to  be 
receiving  such  services  in  a  program  certified  by  the  U.S. 
Department  of  Labor  as  serving  individuals  whose  work  produc- 
tivity is  "inconsequential." 

E .    limitations  on  the  Secretary  's  Authority  to  Approve  Waivers . 

Amend  Section  I 91  5  ( c  )  f  2  HO )  of  the  Social  Security  Act  to  Umi  t 
the  Secretary • s  authority  to  place  certain  restrictions  on  the 
manner  in  which  average  per  capita  expenditures  are  calcu iated 
for  purposes  of  determining:  (I)  whether  9  state  Qualifies  for  a 
home  and  community  care  waiver;  and/or  (2)  is  eligible  to  fur- 
nish such  services  under  the  proposed  optional  state  plan  amend- 
ment discussed  above,  , 

At  the  present  time,  HHS  officials  use  a  regulatory  formula  to 
determine  whether  a  state's  waiver  request  meetsfrthe  statutory 
test  of  having  projected  average  per  capita  expenditures  with 
the  waiver  that  do  not  exceed  average  per  capita  expenditures 
without  the'waiver.     Furthermore,   in  reviewing  state  waiver 
requests,  the  Department  looks  specifically  at  a  state's  com- 
parative utilization  estimates.     Generally,  requests  which  pro- 
ject a  significant  growth  iti  the  number  of  persons  eligible  for 
•    Medicaid  reimbursable  long  term  care  services  Wtth  vs.  without 
the  waiver  program    are  not  approved.     The  net  effect  is  to 
severely  limit  the  utility  of  the  waiver  program  as  a  mechanism 
for  developing  community-based  services  on  behalf  of  elderly  and 
disabled  persons  who  are  "at-risk"  of  institutionalization  in  a 
Title  XlX-certif ied  facility. 

The  proposed  amendments  would  have  the  effect  of  mandating  admi- 
nistrative policies  that  carry  out  the  original  intent  of 
Congress  in  including  Section  1915(c)(2)  (i)   in  the  Act.  It 
would  accomplish  this  end  by  limiting  the  Secretary's  authority 
to  issue  regulations  or  other  admiristra t i ve . pol icies  circum- 
■  venting  this  intent. 


V.  CONCLUSION  ' 

in  summary,   the  major  aim  of  the  proposals  discussed  above  is  to 
build  incrementally  on  the  existing  home  and  community  care  waiver 
authority.     NASMRPD  wishes  to  make  clear  that  these  proposals  are 
not  intended  to  offer  a  solution  to  all  of  the  complex  problems  of 
assuring  appropriate  care  for  severely  disabled  persons  with  chronic 
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health,   social  and  developmental  needs.     Instead,   they  are  an 
attempt  to  outline  a  coordinated  sot  of  statutory  changes  that  may 
be  achievable  over  the  next  few  years. 

Inherent  in  the  legislative  changes  NASMRPD  is  proposing  is  a 
recognition  that:    (a)  society's  view  of  the  number  and  types  of 
developmental  1 y  disabled  pe rsons  who  can  be  served  more 
appropriately  in  community-based  programs  is  changing  and,  there- 
fore,  federal  policy  should  allow  the  states  the  flexibility  to 
accommodate  to  these  changes;   (b)  individual  decisions  regarding  the 
appropriateness  of  community  care  cannot  be  divorced  from  the 
availability  of  resources  to  moot  a  given  client's  needs,  at  any 

*         point  in  time,   if  we  are  committed  to  assuring  that  developmental  1 y 
disabled  persons  receive  services  in  the  community  that  are  of  equal 
or  higher  quality  than  those  prrvided  in  large  institutional 
settings?   (c)  size  of  a  client's  living  environment  should  be  just 

„         one  of  many  factors  used  to  determine  the  appropriateness  of  any 

client's  residential  placement;   and,    (d)   states  are  at  varying  sta- 
ges of  implementing  commun i ty- based  service  systems  for  developmen- 
tally  disabled  persons  and,   consequently,   federal  Medicaid  policy 
should  encourage  each  state  to  design  its  own  strategies  for 
expanding  and  improving  such  services,   rather  than  assuming  that  all 
states  can  and  should  meet  a  uniform  national  schedule  for  phasing 
out  large  institutional  facilities. 

As  the  Association's  spokesperson,  I  want  the  members  of  this 
Subcommittee  to  know  that  the  leadership  of  NASMRPD  is  committed  to 
the  enactment  of  legislation  that  will  improve  the  quality, 
appropriateness  and  accessibility  of  services  for  mentally  retarded 
and  other  developmental ly  disabled  citizens.     In  pursuit  of  this 
goal.,  we  stand  ready  to  work  closely  with  the  members  of  your  staff 
and  other  individuals  and  organizations  who  share  similar  objec- 
tives . 

Thank  you  for  this  opportunity  to  share  our  Association's  views.  (f  /*■*' 
we  can  be  of  further  help,   X  hope  you  will  call  on  us. 
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Senator  Chafee.  It  seems  to  me  that  one  of  the  major  points  of 
opposition,  from  this  witness  and  many  others,  is  going  to  be  that 
we  are  taking  away  an  alternative.  In  other  words,  if  you  mandate 
the  community-based  setting,  then  you  are— as  Dr.  Howse  said — 
not  leaving  the  institutional,  if  we  can  use  that  word,  setting,  and 
the  indication  is  that  some  patients  might  do  better  in  the  institu- 
tional settijrig  than  they  would  in  the  community-based  one;  or,  as 
Senator  Exon  said,  in  some  cases  bigger  could  be  better. 

I  think  we  want  to  address  that,  particularly  in  thinking  of  what 
Dr.  Braddock  said.  As  the  numbers  in  the  institution  shrink  in  size, 
the  cost  of  the  per-patient  per-dajreare  in  the  institution  rises  very, 
very  dramatically.  If  you  have  an  institution  for  1,500,  the  ex- 
penses are  so  much;  but  if  the  population  of  that  institution  be- 
comes 300,  you  are  left  with  many  of  your  fixed  costs,  fixed  operat- 
ing costs,  and  so  the  per-patient  per-day  expenses  are  extremely 
high.  I  think  we  have  to  consider  that.  I  will  be  interested  in  what- 
the  witnesses  have  to  say. 

I  will  turn  it  back  to  you,  Mr.  Chairman.  Glad  you're  back. 

Senator  Durenberger.  All  right. 

Senator  Bloom. 

STATEMENT  OF  HON.  PRESCOTT  E.  BLOOM,  STATE  SENATOR, 
STATE  OF  ILLINOIS  GENERAL  ASSEMBLY,  ON  BEHALF  OF  THE 
NATIONAL  CONFERENCE  OF  STATE  LEGISLATORS 

Senator  Bloom.  Thank  you,  Mr.  Chairman.  It's  kind  of  unusual 
being  on  this  side  of  the  table. 

This  past  December  I  became  chairman  of  the  National  Confer- 
ence of  State  Legislatures*  Special  Committee  on  Health  Care  Cost 
Containment.  I  am  here  to  represent  the  NCSL. 

Our  policy  is  that  we  believe  that  appropriate  alternatives  to  in- 
stitutionalization which  are  effective  in  maintaining  the  population 
iri  their  communities  at  a  cost  below  institutional  care  should  be 
encouraged  as  a  part  of  any  comprehensive  Federal  long-term  care 
policy. 

We  basically  are:  "Aye"  on  the  concept  of  S.  2053  but  "No"  on 
the  bill  right  now  as  it  is  presently  written.  It  appears  to  be  a  little 
more  stick  than  carrot. 

Speaking  as  someone  from  central  Illinois — my  district  cuts 
across  two  congressional  districts;  I  am  Peoria-based — I  see  our  Illi- 
nois Association  for  Retarded  Citizens  profoundly  split  on  this 
issue — profoundly,  and  deeply,  and  emotionally  split. 

I  would  like  to  pick  up  on  the  capital  issues.  To  a  degree  in  the 
1970's,  the  mid-1970  s  or  late-1970's,  the  States  were  trying  to  bring 
their  State  institutions  up  to  Federal  standards  and  to  get  accredit- 
ed through  medicaid,  and  so  on  and  so  forth.  Qur  concern  is  that  a 
State  can't  be  a  size  10  to  size  16  shoe;  they  have  different  require- 
ments, and  we  need  the  flexibility.  And  our  otyn  Department  of 
Health  didn't  get  their  medicaid  waivers  until  fiscal  year  1983. 

In  my  own  district,  we  ai>e  closing  GaleeburgXMental  Health 
Center,  a  very,  very  traumatic  experience  for  many  of  the  parents. 
If  this  bill  were  law  tomorrow,  then  one  of  the  alternatives  that 
presently  exist,  St.  Mary's  on  the  Square,  would  not  be  allowed. 
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St.  Marys  on  the  Square  was  an  outmoded  hospital.  Folks  didn't 
know  what  to  do  with  it,  Some  people  bought  it  and  turned  it  into 
apartment-living  for  the  developmentally  disabled,  and  these  men 
and  women  work  in  the  Galesburg  Community  Workshop  area  and 
are  functioning  parts  of  society.  That  should  be  encouraged.  But  it 
is  an  apartment  complex  of  almost  100  people. 

Another  point,  we  are  concerned  with.  This  bill  does  not  address 
the  dual  diagnosis  problem.  I  had  the  misfortune  of  inspecting 
Galesburg  Mental  Health  Center  three  times  because  of  the  clo- 
sure, Galesburg  is  just  one  of  four  mental  health  centers  that  have 
been  closed  in  the  last  18  months  in  Illinois.  Pointing  toward  com- 
munity-based care,  and  I  know  the  pressures  that  are  being  put  on 
the  community-based  care  system. 

There  is  a  segment  of  the  developmentally  disabled  or  the  retard- 
ed population,  profoundly  retarded,  heartbreaking  situations  where 
people  need  24-hour-a-day  care,  and  you  have  to  .leave  us  a  little 
more  flexibility  to  address  these  situations  than  S.  2058  presently 
does. 

I  will  answer  any  questions  you  have.  We  have  submitted  our 
full  statement. 
Thank  you. 

Senator  Dukknberokh.  Thank  you  very  much. 
Dr.  Carl. 

[Senator  Bloom's  prepared  statement  follows:] 
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SENATOR  PRESCOTT  E.  BLOOM,  ILLINOIS 
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STATEMENT  OF  SENATOR  PRESCOTT  BLOOM  ON  S.205 3 


Mr.  Chairman  and  distinguished  members  of  the  committee,  it  is  indeed 
a  pleasure  to  appear  before  you  today  to  present  testimony  on  behalf 
of  the  National  Conference  of  State  Legislatures  (NCSL*)  on  S • 2053, 
tb?  Community  and  Family  Living  Amendments  of  1983.    I  am  Prescott 
Bloom  from  Illinois,  where  I  serve  in  the  state  senate*     I  also  serve 
as.  the  Chairman  of  the  recently  established  NCSL  Special  Committee  on 
Health  Care  Cost  Containment,  which  is  an  issue  of  great  interest  and 
concern  to  me,  personally,  and  to  my  state.    The  special  committee  will 
meet  over  the  next'  several  months  to  discuss  and  review  a  number  of  state 
and  federal  cost  containment  initiatives.  * 


The  NCSL  Human  Resources  Committee  which  is  responsible  for  guiding  the 
Conference  policy  on  health »  income  maintenance!  and  social  services,  has 
not  had  an  opportunity  to  consider  specific  policy  on  S.2053.    .We  believe 
that  NCSL  long  term  care  policy  ir,  applicable.    The  NCSL  policy  states  in 
par  t : 

"A  comprehensive  federal  long  term  care  policy  which  addresses 
the  health  and  social  needs  of  the  frail  elderly  population  and  the 
physically  and  the  mentally  disabled  should  be  developed  and  state 
involvement  in  the  formulation  of  such  a  policy  is  crucial.  Federal 
legislation  should  be  patterned  on  successful  program  innovations  which  • 
have  been  developed  and  tested  at  the  state  level.    The  National  Con- 
ference of   jtate  Legislatures  believes  that  appropriate  alternatives 
to  institutionalization  which  are  effective  in  maintaining  this  popula- 
tion in  their  communities  at  a  cost  below  institutional  care  should  be 
encouraged  as  part  of  any  comprehensive  federal  long-term  care  policy. 
Alternative  programs  may  be  a  cost  efficient  means  of  reducing  costs  and» 
in  addition,   promote  a  better  quality  of  life  for  our  frail  elderly  and 
disabled  people ..." 


*  The  National  Conference  of  State  Legislatures  (NCSL)  is  the  official 
representative  of  the  country's  7,^38  state  lawmakers  and  their  staffs. 
It   is  the  onlv  national  legislative  organization  governed  and  funded  by 
f.  ht»  states.  * 
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NCSL  would  rather  ace  the  development  of  a  comprehensive  federal  policy 
which  addresses  all  of  the  problems  and  concerns  states  have  in  the  de- 
livery of  long  term  care  services  regardless  of. the  population  receiving 
them. 

The  problem  of  economically  and  effectively  providing  health  care  service 
for  populations  in  need  of  long  term  care  is  an  area  of  major  concern  to  the 
utates  and  will  be  part  of  the  focus  of  the  NCSL  Special  Committee.  This 
is  a  complex  and  difficult  issue  that  Illinois  and  a  number  of  other 
states  are  dealing  with.    A  recent  NCSL  survey  of  the  states  found  that  51 
bills  relating  to  nursing  homes  and  alternatives  to  institutional  long  term 
care  will  be  introduced  in  state  legislatures  during  the  1984  legislative 
session.    States  are  cautiously  seeking  Medicaid  waivers  to  provide  a 
range  of  home  health  and  community  based  health  services  to  avoid  premature 
and  unnecessary  institutionalization.    These  community  care  waivers  author- 
ized under  Omnibus  Budget  Reconciliation  Act  of  1981,  <0MBRA) ,   have  been 
extremely  popular  in  the  states.    As  of  November  of  .last  year,  the  Health 
Care  Financing  Administration  (HCFA)  had  received  46  state  applications 
for  100  waivers.  * 

h 

Over  the  last  20  years,  the  movement  at  both  the  state  and  federal  levels 
has  been  to  change  service  delivery  pratices  to  accept  the  principal  of  • 
"normalization"  and  to  provide  care  in  the  least  restrictive  setting  to 
enhance  the  individual's  habilitation.     States  are  moving  towards  the 
deinstitutionalization  of  the  elderly,  and  the  mentally  and  physically 
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disabled.    Some  states  have  moved  rapidly  to  accomplish  this  goal,  while 
others  have  proceeded  more  cautiously. 

Senator  Chafee's  bill  addresses  a  subgroup  of  the  long  term  care  popu- 
lation, the  severely  mentally  retarded  and  disabled  who  are  medicaid  eligible. 
Under  the  proposal,  such  persons  would  be  eligible  for  Medicaid  assistance  " 
only  if  they  were  livii  g  in  a  family  home  or  community  based  facility,  as 
defined  in  the  bill.     1  commend  Senator  Chafee  for  meeting  the  challenge 
and/ taking  the  initiative  to  develop  aproposal  in  this  important  area; 
however,  the  bill  raises  a  number  of  questions  and  potential  problems 
for  the  states  which  we  feel  must  be  addressed. 

The  problems  associated  with  the  provision  of  long  term  care  services 
are  broad,  far  reaching  and  not  limited  to  the  elderly,  the  mentally 
retarded,  the  physically  disabled,  or  any  subgroup  of  these,  but,  encom- 
passes them  all.    Many  of  the  support  services  necessary  for  the  care 
of  one  group  is  equally  necessary  for  the  others,  consequently  a  com- 
prehensive approach  to  the  provision  of  long  term  care  may  be  indicated. 
The  states  are  well  aware  of  the  differences  between  the  populations 
served,  in  particular,  the  increased  service  demands  of  the  severely 
disabled  versus  those  of  the  frail  elderly  needing  long  term  care. 
Elderly  patients  typically  require  more  intensive  services  at  the 
end  of  their  lives,  while  the  severely  disabled  require  an  array  of 
services  across  an  entire  life  span.     Services  for  the  handicapped, 
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however,  are  usually  oriented  toward  skill  acquisition  and  independence 
rather  than  medical  or  respite  services  provided  to  the  elderly.  For 
the  disabled  the  need  for  services  may  decrease  over  time  as  they  acquire 
independent  living  skills.    However,  certain  basic  services  such  as  housing, 
primary  health  services  and  nutrition  services  are  needed  across  the  board. 
Here,  as  well  as  in  other  areas,  states  bmlieve  there  is  potential  for 
developing  a  more  cost-efficient  way  of  delivering  those  services. 

Again  a  comprehensive  national  policy  which  involves  the  states  experi- 
ences on  needs  in  long  terra  care  would  help  resolve  many  of  the  conflicts 
states  presently  operate  programs .under .    We  believe  that  the  analysis  of 
the  needs  of  the  long  term  care  population  overall  and  the  targeting  of 
needed  services  to  those  individuals  who  need  them, in  whatever  setting, 
be  it  community  based  or  within  an  institution,  is  the  critical  concern. 

Over  the  years,  the  states  have  made  a  considerable  financial  commitment 

to  rehabilitate,   modernize  older  facilities,  or  to  construct  new 

facilities.    Much  of  this  work  would  be  lost  under  the  provisions  of 

S.2053.  as  many  of  these  facilities  would  not  qualify  under  the  bill. 

This  is  an  area  of  great  concern  to  state  legislatures,  particularly 

those  that  have  recently  allocated  funds  to  construct  or  modernize  state 

facilities  in  order  to  meet  compliance  standards  to  receive  reimbursement 

under  Medicare  and  Medicaid.     It  is  estimated  that  the  capital  commitment 
t 

over  this  20  year  period  has  been  in  excess  of  $1  billion. 
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NCSL  it  extremely  supportive  of  the  community  care  waivers  available 
under  the  Medicaid  program.    We  believe  the  increased  experimentation 
should  be  encouraged  under  this  existing  provision  to'  help  states  con- 
tinue the  movement  tovard  community  based  care  where  it  is  determined 
such  cate  is  desirable  and  cost  effective.    The  Community  and  Family 
Living  Amendments  Act  of  1983  should  provide  an  impetus  to  expand 
the  existing  authority  under  the  Medicaid  program. to  further  «tudy  the 
special  problems  associated  with  the  provision  of  long  term  care  to 
the  severely  .mentally  retarded  in  the  context  of  a  comprehensive  long 
term  care  policy. 


Finally,  the  states  must  have  adequate  funding  and  flexibility  to  develop  the 
expanded  support  service  network  which  will  be  needed  to  allow  families  or 
community  based  programs  to  care  for  the  severely  mentally  retarded  or 
disabled.    Although  it  may  be  assumed  that  the  benefits  of  family  and  com- 
munity based  programs  will  lessen  an  individuals  reliance  upon  institu- 
tional services,  a  more  complete  array  of  support  services  will  be  needed  to 
maintain  individuals  in  their  communities.    Adequate  federal  funding  will 
be  needed  to  design  and  maintain  that  array  of  services.    States  should 
also  have  program  flexibility  to  provide  those  services  they  know  are 
needed  to  adeuqately  support  individuals  on  a  local  level. 

1  thank  you  for  this  opportunity  to  share  the  views  of  NCSL  with  this 
distinguished  panel.    NCSL  .looks  forward  to  working  with  you  on  the  develop- 
ment of  a  comprehensive  long  term  care  strategy  to  assist  all  those  in  need 
of  these  services.  * 
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STATEMENT  OF  ROBERT  L.  CARL,  JR.,  PH.  D„  ASSOCIATE  DIREC- 
TOR, DEPARTMENT  OF  MENTAL  HEALTH,  RETARDATION  AWD 
HOSPITALS,  DIVISION  OF  RETARDATION,  STATE  OF  RHODE 
ISLAND  , 

Dr.  Carl.  Thank  you,  Mr.  Chairman,  and  members  of  the  com- 
mittee. 

You  have  the  statement  that  Mr.  Gunther  and  I  submitted  joint- 
ly from  the  State  of  Rhode  Island.  I  am  one  of  those  other  49  State 
directors  that  Dr.  Howse  references,  and  I'm  here  to  support  S. 

2053. 

I  am  here  to  support  S.  2053  because  basically  it  is  what  makes 
sense  and  it  is  what's  right  on  behalf  of  the  people  who  are  unable, 
by  and  large,  to  speak  for  themselves. 

Nobody  would  design  the  kinds  of  living  that  these  people  have 
been  put  through  and  that  they  go  through  today,  those  people  who 
are  institutionalized.  No  one  would  willfully  and  purposely  design 
that  kind  of  a  living  arrangement. 

I  have  traveled  throughout  these  United  States,  I  have  operated 
State  institutions  in  several  States,  and  I  continue  to  travel.  In  the 
last  several  weeks  I  have  visited  public  institutions  in  several  other 
States  in  America.  There  are  places  that  you  would  not  let  your 
dog  stay  in.  There  are  places  that  are  a  shame  for  this  country. 

What  makes  it  a  particularly  shameful  experience  is  that  we  are 
pouring  billions  of  dollars  into  shoddy  care,  and  we  are  doing  that 
under  the  guise  and  under  the  pretension  that  these  people  need 
these  kinds  of  services,  when  as  a  matter  of  fact  all  practical  evi- 
dence is  that  these  folks,  like  all  the  rest  of  us,  do  best  when  they 
are  treated  like  folks— in  small  settings— where  they  are  treated 
with  dignity  and  treated  with  individuality.  They  are  not  lumps  of 
protoplasm;  they  are  not  just  retarded  folks;  they  are  people,  first. 

When  these  people  are  treated  as  individuals— and  come  to 
Rhode  Island;  I  can  show  you  the  most  severely  retarded  and  the 
most  profoundly  retarded  and  the  most  multiply  handicapped 
people  living  in  community  settings,  living  well  in  community  set- 
tings, small  four-person  homes  and  six-person  homes  and  two-., 
person  apartments,  thriving,  growing,  living,  and  proud  of  them- 
selves—they may  not  be  able  to  talk,  or  they  may  talk  a  little  bit 
funny;  they  might  not  Walk  very  well;  they  might  have  a  whole 
host  of  problems,  and  they  may  not  be  going  to  Harvard;  but  they 
are  people,  and  they  will  thrive  when  they  are  treated  as  people. 

They  will  not  do  well  when  they  are  not  treated  as  people;  that's 
what  we've  done  in  this  country,  that's  what  the  medicaid  program 
today  encourages  in  most  State  institutions,  it  is  to  keep  people  in 
bad  places,  inappropriate  places. 
Thank  you,  Senator 

Senator  Durenberger.  Thank  you  very  much,  Doctor. 
George  Gunther.  • 
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STATEMENT  OF  GEORGE  W.  GUNTHER,  JR.,  CHIEF  ADMINISTRA- 
TIVE OFFICER,  DEPARTMENT  OF  MENTAL  HEALTH,  RETARDA- 
TION, AND  HOSPITALS,  DR  JOSEPH  H.  LADD  SCHOOL,  STATE 
OF  RHODE  ISLAND 

Mr.  Gunther.  Mr.  Chairman,  I  am  the  superintendent  of  an  in- 
stitution for  the  mentally  retarded  in  Rhode  Island  which  has  397 
people  living  there.  In  addition  to  that,  I  am  also  the  operator  of  a 
community  program  throughout  the  State  of  Rhode  Island  which 
operates  group  homes  and  apartments  throughout  the  State  for, 
four  to  six  persons  in  the  group  homes  and  two  people  in  the  apart- 
ment programs,  so  about  125  people. 

I  am  also  the  parent  of  a  25-year-old  retarded  woman  who  lives 
in  the  institution.  So  from  that  background,  this  is  what  I  have  to 
say: 

Over  the  last  decade  in  the  United  States,  over  50,000  persons 
have  left  institutions  and  returned  to  the  community.  There  now 
remains  about  115,000  persons  in  public  institutions  for  the  retard- 
ed. This  legislation  addresses  the  115,000  persons  in  addition  to  pre- 
venting thousands  of  others  from  entering  institutions  in  the 
future. 

This  legislation  encourages  the  development  of  a  community- 
based  residential  and  day-service  system  to  replace  the  institution. 
And  looking  at  the  United  States  on  a  State-by-State  basis,  the 
community-based  resident  and  day-service  system  either  does  not 
exist  in  some  States  or  it  exists  in  a  portion  of  the  State,  or  it  is  an 
incomplete  system  in  many  States  where  it  does  exist. 

Over  the  last  decade,  since  the  beginning  of  the  ICF/MR  pro- 
gram, States  have  been  encouraged  to  and  indeed  have  made  huge 
financial  investments  in  institutions,  both  in  improvements  to  the 
physical  plant  and  increases  in  the  staff. 

The  professional  groups  and  persons  who  oppose  this  legislation 
raise  some  legitimate  technical  concerns  about  the  elements  of  the 
legislation,  but  the  primary  thrust  of  the  bill  is  accurate  and  basi- 
cally raises  a  major  policy  issue  for  the  U.S.  Federal  Government, 
which  is:  Should  the  Federal  Government  continue  to  invest  huge 
sums  of  money  in  a  system  of  care  such  as  large  multipurpose  in- 
stitutions when  all  of  the  evidence  and  professional  body  of  knowl- 
edge recognizes  this  as  a  system  that  has  outlived  its  usefulness  to 
the  citizens  who  are  retarded  in  jfche  United  States? 

If  one  were  to  posit  the  answer  as  no,  we  should  not  continue  to 
invest  this  money  in  this  kind  of  a  system,  then  one  needs  to  ad- 
dress the  elements  of  a  bill  that  can  effect  the  development  of  a 
proper  community-based  system  with  a  corresponding  reduction  of 
institutional  services  in  an  orderly  manner. 

S.  2053  sets  the  stage  for  this  to  occur.  The  testimony  we  have 
submitted  suggests  assurances  that  various  groups  need  to  support 
this  excellent  concept  as  I  do. 

Thank  you. 

|The  prepared  statement,  joint,  of  Dr.  Carl  and  Mr.  Gunther  fol- 
lows:] 
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GeoKge  W.  GuntheA,  J/u_V  Background? 

In  -the  ■twert-fry-^ve  f/e&'U  -tha^  Ak.  (JWheA  kcu>  been  -in  -Che  ^e^d 
Ofj  \eta\dation ,  he  ha4  had  *he  oppoitunity  to  icviem  scK\jices  $Kom  a 
variety  of  perspectives.  v¥<ASt,  he  -64  -the  paAent  orf  a  ^wen-Ctz-jJ^cue  */e.ctA 
o£d  woma/i  who      KetaxdoA,  and  ncsidu  at  the  Vk.  Joseph  H.  Ladd  C&n-teA 
o£  wfu.cn  he      -the  Ch^e((  Administrative  (J^iceA.  *  He  <t4  a  past  BoaAd 
Member  0(j  -the  National  Association  oh  Retarded  Citizens,  end  a  paa*  8oaAd 
Me/»be/i  06  the  Aflieucait  A440(xa^on  on  Mental  deficiency.  ' 
P4>  RobeAl  L.  Cavil,  J*. '4  Background; 

PuA^ng  kis  iifteen  year  professional  career,  'Vk.  Carl  has  both, 
directly  administerpA  institutional  settings  in  Massachusetts  and  Ohio, 
and  bzoj\  responsible  for  the  development  orf  vaAiouS  community  services 
in  Rhode  Island*    He  has  served  at  a  consultant  to  the  Unitzc^States  Ve- 
paAtmeirt  o<$  Justice,  numerous  statt  and  private  agencies,  and  to  various 
professional  and  parent-consumer  groups. 
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In  tiie  U^st  Pa.  Samel  OUdley  Kaoe  established  the  iiASt  public 
^   intfxtutio/ ion  KetaAded  citizens  in  this  countAij.    Witliin  ten  tjeaAS, 
DA.  Hew/ had  publicly  decAied  tliib  action,  and  called  tfcvt  the  clobuxt  o& 
tiiiA  hafyfitij.    Hz  coixectkj  predicted  thz  inhumanity  and  inappiopAiatenes<!> 
0$  institutioml  eaAe  which  has  faced  ou\  KZtaAded  childAen  and  faiznd* 
fo*  thl!>  past  centuAy  and  a  quaAtei. 

Altlxough  President  John  F.  Kennedy  promoted  new  na£.iO)\aZ  policies  in 
t/ie-1960'6  to  improve  oua  nation'*  capacity  to  cate  &oa  oua  least  fortunate 
citizenAij ,  1965  saw  the  publication  of  a  book*  in  graphic  pictoxial  foxmat 
idiidi  documented  ouA  inhumanity  to  institutionalized  KetoAded  citizens. 
When  Bent} t  NiAje,  VUectot  of  Sweden '4  organization  of  paAents  of  netaxded 
chitdxen,  visited  the.  United  States  in  1969,  he  compaAzd  the  many  public 
institutions  housing  netaAded  pcisonS  with  Nazi  Gzxmany's  concentxation 

Ij:.  1973,  the  fedZAat  Gowmmfyit  made  a  majoi  commitment  to  insti- 
titional  caxe  foi  MtaAded    e.itizznb  thAonqh  tiie  Medicaid  pAogiam.    Ftcw  t 
tin's  date  fcrxaAd,  FzdZAoX  iundbxg  ha*  bezn  available  to  oXi  states' hoi 
cextain  institutional  and  oti\ZA  szAvict\.    Poung  die  past  decade, 
'  hundAtds  of  will  ions  of  FzdeAal  dolloAS  have  been  spent  in  these  6tate 
i>uf{  tut  ions.    Faopi  1973  to  1953,  -we  also  saw  a  population  reduction  in 
public  institutions  fot  iztaAded  citizens  by  moKe  t/uui  SO, 000  peJisonb. 
At         tone,  feiveA  than  1 15,000  peASons  *emainxin  t/icse  public 
facititxe*.-  This  population  reduction  has  been  thz  direct  xe^sult  of 
dozens  o*i  fedeiat  law  suits,  x^s  well  as* mow  znlignttned  state  legislation 
in  response  to  FedzAal  CouAt  decisions,  ^  <•? 

Fox  i/eat6,  most  professionals  in  die  AetoAdation  field  haw  aaxeed  in 
favo-x  of  comnunity  coaz>  for  pZAsons  with  retardation*    Most  of  us  have  pleached 

*{$latt,  ftuAton,  ChAlstmas  in  PuAgatonjy  Longman,  Inc.,  New  York 
Wefi'  York,  1966 
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■the.  dual  metsagts  oi  moKe  humane  coaz  and  loweA  ptK  peASon  eKpendi taie4. 
Vet  many  people  a>id  most  organizations  involved  at  KeXaAdatxon  se.Kvicej> 
aAe  appaAOitlij.  teAAibly  tiuiexLtened  by  die  meAt  submission  oi  a  piece  oi 
legislation     20 53  J  designed  to  pKomote  community  seAv^ces  ioK  retarded 
ciUzenS,  and  halt  the  expenditure  oi  millions  0(j  doltaM  on  cleculiy  scanda- 
lous '.institutional  care  nationwide.    In  state  aiter  state,  media  exposes 
Fede.aa£  and  State  law  su,its,  advocacy  groups  complaints  att  document  ie.au- 
Cvdtf  and  pubticty  the  shame  oi  the* a.  ins tiAUional  services.    Even  the. 
pttocrtf  United  State*  Qe.paAtmt>\t  oi  Justice  avomdly  no  n- interventionist 
and  non-LU< national  i/i  posture,  has  documented  the  disgrace  o$  public  in- 
stitutional services  $ox  retarded  citizen*  in  state  arf^eA  state  Miroughout 
the  cuuntAu, 

ttc  wonder  what  the  opponents  oi  S2053  iear?    Surely,  tixey  cannot 
iavox  the.  p.vst  or  ^Lcsent  conditions?    We  pwpose  that  the  fallowing  be 
cons  viae  d. 

The  Community  Living  Amendments  Act  appears  to  be  a  progressive  piece 
oi  legislation  Supported  by  t}ie  National  Association  oi\etaAded  Citizens. 
1i  thU  c6  so,  why  u>  it  that  Senators  and  Congressmen  have  received  so  much 
mail  against  -Ihe  pKoposed  legislation? 

It  U  the  intention  oi  this  testimony  to  avoid  a  tine  by  luie~Ke.vi.eu)  oi 
the  propostd  legislation  and  technical  aspects  and  to  address  tlxe  broader 
<mi.iLicat(on!>  as  we  4 ftp.  it. 

Over  Vim  last  decade  in  tixe  United  Stated,  ever. some  r>  0,000  peASOns  have 
leit  ins  tctut  tons  and  returned  «to  the  community.    There  novo  remains  about 
115>000  persons  ui  institution*  ioK  the.  heXa/ided.    This  legislation  addicssesS 
the  115,000  persons  in  addition  to  preventing  *houAands  oi  others  inom  en- 
/PAai.j  institutions  01  the  iutivie. 
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Tkis  legislation  encourages  the  development  oi  a  community  bated 
residential  and  day  service  system  to  neplace  the.  insti.tutiotu    In  looking 
at  the.  United  Statu  on  a  statu  by  state  basti,  the  community  bated  rui- 
dent  and  day  service  system,  bUhvi  dou  'not  exist  in  some  statu,  on  e\ists 
In  a  portion  ci  the  statu,  ok  Is  an  incomplete,  system  in  many  statu  where 
it  dou  exist. 

Over  the.  last  decade  [since  t/ie  beg-inning  oi  the  ICF-MR  program)  statu 
liave  been  encouraged  to,  and  indeed  have  made  huge  itnandal  investments  in 
institutions,  both  in  improvements  to  the  physical  plant  and  increasu  in  the 
staM> 

rhe  proiusionar  groups  and  persons  who  are  apposed  to  thU  legislation, 
Miise  some,  legitimate  technical  concerns  abou,t  the  tlement  oi  the  legisla- 
tion, out  the  piAjnoAtj  thruxt  oi  tiie  bill  Is  accurate,  and  basically  ratsu 
a  ma/c*  policy    issue  ion  the  United  Statu    federal  Government,  such  as,  should 
tiie  hedeKol  Government  continue  to  invest  huge  Sums  oi  money  in  a  system  oi 
care  -  such  as  large  multi-purpose  .institutions  -  when  all  the  evidence,  and  pro- 
iusional  body  oi  knowledge  recognizu  this  as  a  system  that  has  outlived  its1 
use.iu.Lnus  to  the  citizens  who  are  retarded  in  tiie  United  Statu? 

li  one  were  to  posit  the  answer  as  WO,  toe  should  not  continue  to  invut 
this  money  in  this  koid  o<  a  system,  then  one  needs  to  addrus  the  e.lemo\ts 
ot  a  bill  that  can  eiiect  the  development,  oi  a  proper  community  based  system 
wiJtix  the  corruponding  reduction  oft  institutional  servicu  in  an  orderly  manner. 
The  elements  need  to  addrus  these  broad  concerns: 
Retarded  Citizens  -  They   need  a  saie,  properl.y  supervised  home  wUh 
suiiicient  treatment  services  and  a  "home"  atmosphere,  such  as  a  iou/.  to 
su    person-  hove  ior  most,  but  not  aJU.    Serving  retohded  persons  is  not 
a  geographic  issue  where  one  part  oi  a  state  or  country  can  serve  and  the 
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other  part  cannot.    Any  service  that  can  be  delivered  in  an  institution 
can  be  delivered  in  any  neighborhood  in  America. 

Pareixts  and  tamiJ.y  -  They  need  assurajxet  that  a  proper  home  will  exist 

and  be  properly  supervised  and  a  system  oh  services  are  in  place.  6a- 

hore  you  can  zx.pe.ct  tixem  to  mbxa.ee  an  unknown  program.  Emphatic 

should  be  placed  on  moving  as  many  clients  as  possible  to  community  settings 

as  hast  as  possible  in  an  orderly  manner,  rather  than  emphasizing  tlie 

closing  oh  anything.    lh  the  openings  oKe  Successhut,  the  closings  will  * 

simply  hollow. 

Institution  Based  Projesslonats  -  Ks  previously  mentioned,  prohesUonaJU 
who  work  in  institutions  have  participated  in  helping  to  move  owt  50,000  ) 


persons  into  the  community.  The  chorus  oh  concerns  that  Is  being  raised  / 
by  these  groups  require  assurances  that  the  community  system  will  have  tlxe 
capacity  and  willingness  to  serve  medically  complex  persons,  medically 


pKoblems.  j 
CommuyuXij  Based  Prohesslonts  -  Just  as  tlie  institution  based  prohessionals 
assisted  in  placing    $0,000  ret.arded  persons  in  the  commuyxlty,  comnmnlty 
based  prohesslonals  participate  in  providing  services  to  these  persons 
who  are  now  living  In  the  community.    Host  oh  tlxe  ctients,  relatively 
speaking,  have  been  the  most  capable  ctients  in  the  Institution.  With 
less  capable  clients  now  enterhxg  the  community,  they  need  assurances  that, 
stahh  trauxlng  and  specialized  Support  services  will  be  available  to  sus- 
taln  the  retarded  persons  in  the  community.    They  also  need  assurances 
that  the  over  ninety  percent  who  already  live  In  our  nelghborlxood  vxM  not 
have  services  reduced  as  a  result  oh  tlxe  expanded  services  hor  hormerly 


\ 


l>xstttutionalizea\  persons. 
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Governor'*  OU-iee*  a/id  legit  lature*  -  Tremendou*  tupport  ^rom  GoveAnort 
and  Legislature*  throughout  tJie  country  ka*  r&Sulted  in  huge  ii\ve*t)nent* 
0(j  monttj  in  tktet  b\*tttutimit  to    bri>\g  them  to  the  federally'  mmdated 
*tVQpp   1CF-MK  4 tsmdoAd*  which  .improve*  the  tervictt  Qnd  uxturtt  the,  continuation  u& 
over  i<itij  peAcent  iedcial  rtimburtement, 

ihete  group*  need  atturance  tlicU  tome,  reJUti  would  be  available,  to 
0****1  the,  ttate*  <u\  the  payback  ojj  the.  bond*  ii  the*e  faciJUAie*  wer.e  no 
longer  u*e.d>    In  addition,  assistance  need*  to  b'e  provided  to  ttaXe*  to 
develop  reutZlization  plate*  ior  the  institution*  which  gewyxU.y  have  huge 
\eal  estate  value, 

Cumwunitif  Acceptance  -  Assurance*  need  to  be  provided  to  the  community  - 
at  -  large  to  (n*are  all  per*on*  that  \eta%ded  petioni  witl  be  a6.bimUat.ed 
in  communttizt  to  avoid  having  too  many  retarded  peA*on*  living  in  one. 
location,    I    pe\  supvivUion  needs  to  be  attured  to  alleviate  dear*  o& 
"dumping"  person*  in  th&ut  neighborhood* 
,  Uh ion*  -  To  the  exten  t   pot*iblet  discussions'  need  to  be,  encouraged  that 

could  result  in  re-traitung  the  ejxpeAienccd  institutional  sta&i  to  work 
ui  the  rtwo  COfMmu.il/Cy  bated  location* . 

In  conclahion,  the.  basic  element  *  orf  S20S3  are  &ar  reaching,  long  over- 
due, and  coUt>c£,    To  ou\  knowledge,  the  major  organizations  involved,  Support 
the  basic  concept*  o&  tixe  Bill,  but  netd  assurances,  tuck  at,  we  have  previously 
de*cnxbzd  in  this  docmeM. 
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Irt  suppoit  0|j  these,  contentions ,  m  briefly  discussed  belou)  some  o&  oar 
expcuence^  in  our  home  state..  \ 

In  Rhode.  Inland,  we  have  aeen  a  ^Jfeadi/,  p^.antfuX  decani*  .ot  the.  institu- 
tional po)xiiation  and  a  concurre.nt  increase  in  community  services*    In  1970,stkere 
were  1,  260  persons  livixg  at  -the  Ladd  Center,  our  single  state  recordation  in- 
stitu.tion*    Today,  rfeweA  tixan  400  persons  stilt  live.  at  the  Ladd  Center*  Future, 
developments,  now  in  progress,  colt  6or  iurtlxer  population  reductions  tjo  &ewer  tixan 
200  persons  by  19S5*  * 

Since.  1979,  over  eighty  smalt  commu>vity  residences  (jo*  iour  to  six  retarded 
persons  have,  been  established  in  Rhode  Island*    During  this  same  time.,  over  two 
hundred  new  apaAtmznt  stttbxgs  have  been  es tabt ished.    Today,  mow.  tixan  eight 
hundrtd  retarded  citizens  live,  in  iully  ok  partially  assisted  community  residences 
About  2,000  reiarde.d  admits  attend  various  dz.vtlopme.ntal  br  vocational  day 
6tAvi.ce.  proqrms  throughout  thz  statz*  A  6tatem.de.  Early  Intervention  Program 
services  ovVi  100  disabled  infant*  and  their  hamW.es.    Respite  care  services,  genetic 
counselling,  iamily  subsidy  payments  to  keep  reiarded  persons  at  home,  social  ser- 
vice*,  behavioral  trainuxg,  and  specjjxlizid  health  and  dental  services  are  alt 
available  throughout  our  6 tote* 

Much  progress  hah  been  made,  more  remains  to  be  accomplished*  Primarily, 
however,  oust  expedience  in  Rhode  Inland  thorn  that  a  combination  otf  responsive- 
ness irom  the  Governor  and  General  Assembly,  strohg  advocacy  ^rom  parents  and 
friends,  reasonable  planning,  and  implementation  strategies  and  a  generous  and 
,  carbxg  pubtic,  can  provide,  decent,  dignified,  and  cost- elective  services  ior 
our  retarded  citizens.    We  can  settle,  ior  nothing  less.  . 

S20S3  or  some  reasonable  iaesmile,  mil  promote  tixese  kinds  oi(  community 
based  services  nationwide* 


165 

Senator  Dukknbkrger.  Thank  you  very  much. 

To  reiterate,  the  statements  of  all  of  the  witnesses  will  be  made  a 
part  of  the  record. 

Chairman  Dale,  do  you  have  a  statement  or  comment  that  you 
would  like  to  m^ke? 

Senator  Dole.  No.  I  just  have  a  statement  I  will  ask  be  placed  in 
the  record. 

I  appreciate  the  fact  that  these  hearings  are  being  held.  I  know 
this  is  very  controversial.  I  was  just  checking  the  mail  we  have  re- 
ceived in  the  committee  plus  mail  I  have  received  from  my  State.  I 
still  think  it  is  worth  careful  consideration. 

Generally  in  this  committee  we  can  work  out  some  of  the  prob- 
lems, and  I  hope  we  can  do  that  based  on  the  testimony  we  will 
hear  today. 

Senator  Durenberger.  Thank  you. 

Jack  Danforth,  do  you  have  an  opening  statement? 

Senator  Danforth.  No,  thank  you,  Mr.  Chairman. 

Senator  Durenberger.  John. 

Senator  Chafee.  Let  me  ask  Mr.  Gunther  or  anybody  on  the 
panel  if  they  can  answer  this  question.  I  am  correct,  I  believe,  in 
the  statement  that,  as  you  reduce  the  population  of  an  institution 
built  for  large  numbers  of  patients,  your  per-patient  per-day  costs 
rise  very,  very  dramatically.  Is  that  a  fair  statement,  Mr.  Gunther? 

Mr.  Gunther.  The  fixed  costs  for  the  most  part  are  not  able  to 
be  reduced;  however,  70  percent  of  the  costs  of  an  institution  re- 
volve around  the  staffing.  So  as  you  reduce  the  population,  if  you 
movfe  the  staffing  and  reduce  it  in  some,  way,  either  by  moving 
them  with  the  client  or  through  attrition  or  whatever  other  way, 
you  are  going  to, reduce  the  cost  70  percent. 

Your  basic  fixed  costs,  however,  for  many  items  will  remain,  and 
costs  will  increase  slightly 

Dr.  Howse.  We  have  a  slightly  different  picture  in  Pennsylvania. 
We  are  clp^ing  Pennhurst  Center  which  is  a  very  notorious  facility 
for  the  mentally  retarded.  We  are  doing  it  through  the  medicaid 
waiver/that  was  spoken  about  earlier,  and  the  way  we  are  keeping 
the  p^r  diem  constant  and  not  seeing  a  great  increase  is  by  reduc- 
ing dtaff  rather  dramatically  at  the  end  of  the  previous  fiscal  year 
for  which  we  intend  to  move  people  out.  So,  in  other  words,  if  you 
reduce  your  staffing  costs— and  in  Pennsylvania  our  staffing  costs 
are  about  85  percent  of  the  budget—if  you  reduce  staffing  costs 
prior  to  the  movement  of  people  out  of  the  facility,  you  can  keep 
your  per  diems  a  constant,  and  indeed  drop  your  per  diems. 

Senator  Chafee.  I  am  surprised  at  that,  because  I  would  think 
you  would  have  to  have  x  number  of  people  in  your  fire  depart- 
ment, x  number  of  people  in  your  sewage  plant,  or  whatever  it  is, 
as  long  as  you  have  a  big  institution,  whether  there  are  200  there 
or  1000. 

But  now,  let  me  ask  Dr.  Carl  this  question:  You  have  come  out 
quite  forcefully  for  this  legislation,  but  what  do  you  say  about 
those  who  suggest  that  there  should  be  a  different  setting  for  dif- 
ferent people  and  that  for  some  the  community  setting  is  not  the 
the  answer,  for  some  the  answer  is  an  institution,  and  it  doesn't 
have  to  be  a  horrible  institution  but  it  could  be  a  good  institution 
with,  say,  200  people  in  it? 
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Dr.  Carl.  Wfcll,  all  we  have  to  do  is  find  some  of  those  really, 
good  ones,  Senator,  If  we  travel  around  the  country,  we  won't  find 
very  many  good  ones. 

It  seems  to  me  that  the  important  thing,  as  we  look  at  the  insti- 
tutions, is  that  we  will  find  that  they  are  (a)  very,  very  expensive, 
and  (b)  very,  very  impersonal. 

It  seems  to  me  that  we  will  not  find  very  many  people  who  will 
opt  as  their  first  choice — 1  am  not  talking  about  parents  and  I'm 
not  talking  about  professionals;  I'm  talking  about  the  people  who 
live  therb,  I  would  suggest  that  very  few  of  us  professionals  or  par- 
ents would  trade  places  with  those  people  in  even  those  good  insti- 
tutions. 

It  seems  to  me  that  those  places,  th  >  big  places,  are  not  places 
anyone  would  opt  for,  anyone  would  select  out  as  their  first  choice. 

I  am  in  favor  of  appropriateness  of  care,  I  am  in  favor  of  provid- 
ing the  adequate  level  of  support  and  assistance  that  people  need. 
Some  people  need  lots  of  assistance;  some  people  need  a  tremen- 
dous amount  of  support.  And  I  think  we  can  give  them  that.  f\ 

However,  the  requisites  for  that  kind  of  support  are  not  geo- 
graphically based.  You  can  provide  the  same  support  in  your  neigh-* 
borhood  and  my  neighborhood  or  in  an  institution. 

The  real  issue  is:  What  is  our  commitment  to  personalized  care 
and  to  individualized  care?  If  we  really  care  about  what  is  best  for 
individuals,  then  we  will  treat  people  as  individual  citizens. 

Senator  Chafee.  OK,  fine.  Thank  you  very  much. 

Thank  you,  Mr.  Chairman. 

Senator  Durenberger.  Let  me  ask  all  of  youx)ne  question  that 
relates  to  the  last  statement,  I  think,  that  Dr.  Carl0  made  about 
how  do  we  guarantee  this  quality  of  care. 

What  role  does  Federal  money  currently  play  in  what  some  pro- 
fessionals call  "case  management"?  In  other  words,  outside  of  the 
money  that  is  going  to  providers  to  provide  services,  how  much  of, 
what  kind  of,  and  from  what  source  is  money  being  spent  with  the 
individual,  to  make  sure  that  that  individual  is  getting  the  right 
kind  of  care  in  the  most  appropriate  setting? 

I  sat  here  and  listened  to  the  reaction  of  Dr.  Carl's  statement 
and,  because  I  have  been  in  some  of  those  institutions,  I  resent  the 
implication  that  he  laid  across  this  country  that  every  institution 
larger  than  whatever  he  knows  in  Rhode  Island  is  only  fit  for  dogs. 
[Applause.] 

But  I  haye  to  reach  past  what  he  knows  that  works  and  what 
other  people  may  think  works  and  ask  myself  if  there  isn't  in  place 
in  a  lot  of  communities  in  this  country  some  mechanism — if  you 
will  a  human  mechanism — outside  of  the  provider  organization 
that  assures  me  as  a  parent  or  assures  the  individual  involved,  or 
me  as  a  tax  provider,  that  there  is  quality  of  care.  How  do  we  know 
people  are  in  the  right  setting,  getting  the  right  kind  of  care?  What 
are  we  spending  the  title  XX  money  on,  for  example?  What  are  we 
doing  at  the  county  level  by  way  of  managing  the  services  being 


Dr.  Itqwse.  Senator,  there  is  substantial  difference  between 
States  in  the  methods  by  which  quality  assurance  is  accomplished. 
In  the  medicaid  program  it  is  a  shared  responsibility  between  Fed- 
eral and  States.  There  are  Federal  standards  for  quality  of  care 
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that  accompany  Federal  dollars,  and  States  and  the  Federal  Gov- 
ernment share  a  responsibility  to  assure  that  those  standards  are 
being  met. 

Title  XX  is  indeed  another  source  that  can  allow  for  the  reim- 
bursement of  case-management  services;  but,  apart  from  that,  what 
you  will  find  in  most  States  as  the  common  ingredients  of  a  qual- 
ity-assurance system  both  for  State  centers,  State  institutions,  and 
for  community  services  are  an  individual  habitation  plan  that  is 
monitored  by  a  case  manager,  and  you  will  also  find  external  li- 
censing or  certification  responsibilities  that  are  carried  out  in  con- 
nection with  quality  assurance. 

Senator  Durenberger.  Maybe  someone  else  can  also  respond  to 
that,  but  do  we  find  an  inadequate  financial  commitment  to  that 
quality  assurance  program?  1  mean,  there  are  places  in  my  State 
where,  yes,  the  plan  is  in  effect  and  it  looks  good  if  you  go  and  look 
at  somebody's  file,  but  when  is  the  last  time  anybody  actually  went 
out  there  to  an  institution  and  confirmed  whether  or  not  that  plan 
for  that  particular  person  was  being  implemented? 

Senator  Bloom.  In  Illinois,  outside  of  the  turf  wars  that  some- 
times crop  up  between  public  health  and  mental  health,  the  Peoria 
area  retarded  citizens  and  the  various  independent  living  programs 
they  run,  they  go  through  hands-on  inspections  each  year.  Plus, 
they  maintain  the  very  active  parents  and  relatives  programs  With 
the  community-based  effort  there,  it  is  a  two-way  street;  it  is  not 
only  through  the  licensure  process  but  through  the  community  and 
through  another  unit  of  government. 

And  this  is  a  good  feedback  mechanism  for  a  State  legislator  like 
me,  because  if  one  is  mad  at  the  other,  as  you  can  well  imagine,  we 
are  first  to  hear  about  it. 

Senator  Durenberger.  Barbara,  do  you  want  to  add  to  that? 

Ms.  Matula.  Well,  in  the  medicaid  nursing  home  program,  every 
medicaid  recipient  must  be  seen  once  a  year  to  assure  that  that 
quality  of  care  is  being  met,  that  that  plan  is  in  effect. 

The  commitment  from  the  Federal  Government  is  open  ended,'  so 
I  would  say  that  if  is  a  question  of  supplementing  tha£  with  an 
onsite  ombudsman  team,  which  most  States  have. 

Senator  Durenberger.  So  you  have  a  once-a-year  requirement, 
and  then  you  have  public  health  making  sure  the  place  is  clean,  or 
something  like  that?  There  ought  to  be  something  in  between  that. 

Ms.  Matula.  Right. 

Dr.  Carl.  Senator,  in  Rhode  Island  we  require  that  people  have 
at  least  a  monthly  visit  by  an  independent  person,  what  we  call  a 
service  coordinator.  We  also  have,  twice  a  year,  a  team  of  profes- 
sionals that  visit  each  one  of  these  kinds  of  living  arrangements, 
and  we  treat  the  arrangements  the  same,  both  in  the  institutions 
and  in  the  community. 

Senator  Durenberger.  How  do  you  finance  that? 

Dr.  Carl.  How  do  we  finance  it? 

Senator  Durenberger.  Yes. 

Dr.  Carl.  We  finance  it  through  both  the  medicaid  program, 
where  we  have  eligible  clients  and  eligible  services— and  those  are 
either  the  medicaid  waiver  arrangements  or  ICF/MR  arrange- 
ments. Where  we  don't  have  Federal  dollars,  then  we  finance  them 
directly  through  the  State  appropriation  process,  * 
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We  have  been  able  to  work  I  think  quite  well  with  the  medicaid 
program  and  capture  a  great  amount  of  Federal  dollars  to  assist  us 
in  the  provision  of  these  kinds  of  quality  services. 

Senator  Durenberger.  Thank  you. 

Any  other  questions? 

Senator  Chafee.  Let  me  ask  you  two  question,  Mr.  Gunther. 

Well,  perhaps  I  should  ask  the  first  question  of  Senator  Bloom.  I 
should  think  the  community-based  settings  would  help  encourage 
more  frequent  visitations  of  parents,  friends,  and  family. 

Senator  Bloom.  Absolutely.  In  the  Peoria  #rea,  P.A.R.C.;  we  have 
allied  agencies  where  various  combinations  of  disabilities  and  re- 
tarded are  serviced— Knox  County  Mental  Health— all  cut  addi- 
tional traveltime  and  expense. 

Senator  Chafee.  As  opposed  to  an  institution— and  I  don't  use 
the  word  "institution"  derogatorily,  but  it's  a  word  for  the  bigger 
facility — which  is  probably  some  distance? 

We  had  testimony  earlier  indicating  that  the  closest  one  to  Chi- 
cago, at  least  in  the  last  decade,  was  140  miles? 

Senator  Bloom.  That  is  not  accurate. 

Senator  Chafee.  That  is  not  accurate? 

Senator  Bloom.  Not  $t  all  accurate.  There  are  two  of  them  

Senator  Chafee.  Well,  in  any  event,  you  get  some  advantage 
with  the  community  setting  where  the  families  can  visit  more 
easily.  Is  that  a  fact? 

Senator  Bloom.  Oh,  no  doubt  about  it.  But  each  of  these  institu- 
tions—and you  are  going  to  find  out,  if  those  audience  noises  I 
heard  behind  me  are  accurate— has  its  own  set  of  parents  groups 
that  feel  very  strongly.  Dixon,  Bowen,  Kankakee  Mantino,  and  now 
Galesburg  in  Illinois  are  closing,  and  I  can  promise  you  that,  as  I 
said,  the  Illinois  Association  of  Retarded  Citizens'  group  is  pro- 
foundly split,  and  you  are  going  to  find  that  there  are  people,  espe- 
cially since,  as  I  think  one  of  the  prior  witnesses  referred  to,  the 
upgrading  of  some  of  these  institutions  and  capital  expenditures,  to 
keep  the  certified  beds,  there  are  parents  groups  that  have  devel- 
oped a  very  strong  attachment  to  these  institutions. 

As  you  can  well  imagine,  there  are  intense  emotions  that  have 
been  generated  in  Illinois,  having  four  institutions  close.  There  are 
still  too  many  beds  for  people,  and1  Galesburg  was  split  between  the 
mentally  ill  and  the  developmental^  disabled.  No  one  has  said  how 
S.  2053  is  going  to  address  the  problem  of  dual  diagnosis. 

I  assume  that  the  long  phasein  period  is  to  somehow  say  to  the 
States  that  you  recognize  the  fact  that  they  have  made  a  hell  of  a 
capital  investment  over  the  last  7  or  8  years. 

Senator  Chafee.  Thank  you. 

Mr.  Gunther,  briefly  describe  the  kind  of  screening  process  you 
go  through.  Suppose  you  have  a  situation  where  the  parent  doesn't 
want  the  child  to  be  moved  to  the  community?  What  happens 
then? 

Mr.  Gunther.  First  of  all,  Senator,  let  me  say  that  in.  1978,  at 
Ladd  Center,  we  were  experiencing  the  same  kinds  of  things  the 
Senator  was  describing,  with  parents  being  >ery  fearful  and  very 
against  having  their  children  or  relatives  leave  the  center  and 
going  out  into  the  community.  They  feared  there  would  not  be  suf- 
ficient staffing;  they  feared  for  safety;  "They  don't  have  pedestrian  b 
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skills;  are  you  going  to  put  them  in  a  neighborhood  where  they  will 
get  hurt?  How  are  you  going  to  run  these?"  They  are  comfortable, 
and  they  feel  they  have  done  the  right  thing  for  many,  many  years 
in  having  their  relatives  stay  there,  and  all  of  a  sudden  we  come 
along  and  say,  "Look,  we  are  going  to  move  these  folks  out." 

When  we  said  that  to  the  Ladd  Center  Parents  Association,  we 
experienced  all  of  those.  But  I  said  to  them,  "Look,"  talking  about 
the  process,  "I  am  not  going  to  say  to  you  we  are  just  going  to 
willy-nilly  send  people  out.  If  I  cannot  convince  you,  in  your  own 
mind  and  heart,  that  this  is  a  better  place  for  your  son  or  daughter 
or  relative,  then  certainly  I  am  going  to  take  a  step  backward.  ' 

And  as  each  situation  came  along,  as  each  home  opened,  I  would 
bring  the  parents  there  and  show  it  to  them  and  talk  about  the 
kinds  of  staffing. 

By  the  way,  we  don't  staff  group  homes  in  terms  of  a  geometric 
equation;  you  look  at  the  clients  who  are  going  to  live  in  the  group 
home  and  determine  the  kind  and  amount  of  staff  that  is  required. 
So  in  saying  there  is  never  enough  staff,  we  staff  them  according  to 
what  each  person  needs,  so  the  staffing  is  always  different  in  differ- 
ent places. 

So  once  the  parents  begin  to  understand  this,  they  see  the  super- 
vision that  is  going  to  be  in  place— three  shifts,  7  days  a  week,  very 
similar  to  the  institution— that  s  how  we  deal  with  it.  When  tiie 
parent  says,  '"No,  absolutely  not,"  then  we  have  a  discussion  with 
my  superior  and  the  parents,  and  we  continue  to  talk  it  over. 

In  the  5  years  that  I  have  been  operating  this  program  and 
moved  hundreds  of  people  out  of  the  institution  to  the  community, 
there  has  never  been  one  instance  where  the  parents  have  objected. 
Where  they  have  objected  initially,  I  just  did  not  move  at  that 
time.  I  waited  until  they  felt  comfortable,  and  we  worked  it  out  to- 
gether. And  I  have  never  had  a  case  in  the  final  analysis  where 
they  didn't  go.  *" 

Senator  Chafee.  Have  you  had  any  situations  where  peoplehave 
been  movedtto  the  community  and  then  the  parent  or  the  relative 
or  the  guardian,  wants  to  move  the  person  back  to  the  institution? 

Mr.  Gunther.  No,  sir,  I  have  never  had  that.  We  have  had  three 
or  four  clients  who  have  returned  to  the  institution  because  they 
juk  did  not  make  out  well,  just  did  not  fit  in,  were  not  happy 
there,  and  so  we  returned  them.  That  kind  of  what  we  call  the  re- 
cidivism rate,  the  return  rate,  is  not  very  high,  however,  which  I 
think  goes  into  a  lot  of  the  planning  on  the  front  end,  making  sure 
we  tako  our  time  and  transition  these  people  with  their  families  in 
a  very  careful  manner. 

Senator  Chafke.  Thank  you. 

Thank  you,  Mr.  Chairman. 

Senator  Durenberger.  Thank  you.  f 

Any  other  questions?  * 

[No  response.] 

Senator  Durknbkrger.  All  right.  Thank  you  all  very  much  for 
your  testimony.  I  appreciated  it  a  great  deal. 

Our  next  panel  consists  of  Robert  DecRer,  executive  vice  presi- 
dent, Chartham  Management,  Salem,  Oreg.,  on  behalf  of  the  Amer- 
ican Health  Care  Association;  Margaret  L.  Shreve,  executive  direc- 
tor, the  Whole  Person,  Inc.,  Kansas  City,  Mo.;  Guerin  A.  Fischer, 
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executive  director,  Clearbrook  Center  for  the  Handicapped,  Rolling 
Meadows,  111.;  Sister  Barbara  Eirich,  director,  Community  Resource 
Center  for  the  Developmental^  Disabled  in  the  Bronx,  N.Y.;  and 
Thomas  Broacto,  counsel,  on  behalf  of  St,  Mary's  Training  School 
for  Rt  ^rded  Children  in  Alexandria,  La,  Do  we  have  Sister  Antoi- 
nette Baroncini  here,  also?  Oh,  there  you  are.  All  right. 

Is  there  anybody  who  is  here  that  I  haven't  called  off,  or  anybody 
that  I  should  call  off  that  is  here? 

[No  response.) 

Senator  Durenberger.  We  Will  begin  the  testimony  by  indicating 
that  all  of  your  written  statements  will  be  made  part  of  the  record 
with  our  appreciation  for  the  time  and  effort  that  went  into  pre- 
paring them,  that  you  may  summarize  those  statements  in  2  min- 
utes or  less,  and  that  we  all  appreciate  the  distance  you  have  come 
and  the  effort  you  have  put  into  pioviding  us  with  assistance. 

We  will  start  with  Mr.  Decker. 

STATEMENT  OF  ROBERT  DECKER,  EXECUTIVE  VICE  PRESIDENT, 
CHARTHAM  MANAGEMENT,  SALEM.  OREGM  ON  BEHALF  OF  THE 
AMERICAN  HEALTH  CARE  ASSOCIATION 


Mr.  Dkckkk.  Good  afternoon.  My  name  is  Robert  Decker,  and  I 
am  the  representative  of  the  American  Health  Care  Association, 
the  Nation's  largest  federation  of  long-term  care  facilities. 

AHCA  opposes  Senate  bill  2053.  The  fundamental  problem  with 
the  legislation  is  that  it  provides  only  one  type  of  dwelling  for  the 
mentally  retarded  and  the  developmentally  disabled  individuals 
whose  problems  are  both  diverse  and  complex. 

In  the  late  lSJlD's  and  early  1900's  we  built  only  Ivrge  public  in- 
stitutions, anlTrecommended  placement  of  all  mentally  retarded  in 
those  institutions.  We  now  know  that  the  mentally  retarded  have  a 
wide  range  of  needs  and  require  more  than  one  method  of  treat- 
ment. Senate  bill  2053  would  limit  the  settings  for  the  delivery  of 
care  to  one  type  of  setting  and  therefore  restrict  the  modes  of  treat- 
ment. 

AHCA  believes  that  a  continuum  of  care,  including  State  institu- 
tions,' facilities  of  16  or  more  residents,  as  well  as  smaller  group 
homes,  semi-independent  and  independent  living  situations,  must 
exist  to  adequately  meet  the  needs  of  these  individuals. 

The  proposed  program  will  increase  thi  cost  of  care,  and  the  pre- 
liminary Congressional  Budget  Office  report  on  cost  savings  must 
be  challenged.  New  construction  costs  were  not  included  in  their 
report,  and  we  estimate  them  to  be  over  a  billion  dollars.  The  cost 
of  expanding  medicaid  coverage  to  include  vocational  training  has 
not  been  included.  The  report  does  not  account  for  the  expansion  of 
eligibility  from  the  current  definition  of  "developmentally  dis- 
abled" to  "severely  disabled." 

It  is  unclear  whether  the  increased  costs  of  managing,  adminis- 
tering, and  enforcing  a  program  which  is  scattered  throughout 
many  locations  is  included. 

It  is  unclear  whether  the  costs  are  adjusted  to  account  for  the 
hifthor  costs  of  the  heavy-care  residents  now  residing  in  the  larger 
facilities.  And  it  is  unclear  whether  the  costs  of  care  not  now  in- 
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eluded  in  group  homos  per  diems  but  allocated  to  other  cost  centers 
were  even  considered. 
AHCA  recommends  the  following: 

That  the  States  utilize  the  section  2176  of  the  medicaid  home  and 
community  based  waiver  program  to  develop  community  care  pro- 
grams, and  that  that  section  217(5  waiver  program  be  studied  tor  its 
effectiveness  before  the  drastic  changes  or  additions  are  made  to 
the  medicaid  program. 

Thank  you. 

[Mr.  Decker's  prepared  statement  follows:] 
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AHCA  TaaJt  Foraa  oa  Cara  or  tba 
Davalopaamtally  Dlaablad 


February  27, 
Uaahiogton,  DC 
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Oooa  .ornmg.  H*  name  is  Sobert  Decker.  I  a.  here  toaay  "P'V""* 
the  mriw  Health  care  Association  and  its  task  Foroe  on  the  oara  of  the  »«»ei0P 
•TntcX^aabieo.  I  a.  alao  the  Kxeoutiv.  Vioe  Vrtaidtnt  or  Chartha.  Manage.ent 
Tnl,  a  private  oorporation  which  owns  and  ad.iniatera  five  intercalate  dare 
facilities  for  the  mentally  retaraeO  in  the  northwest.  My  past  experience  inoludes 
r*%  jl  "B  a.  the  auperint.nd.nt  of  th.  Idaho  Stat.  Sohool  and  Hospital,  a  public 
■  K  w  the  aevelop-entally  dia.bled.  In  audition,  I  have  experience  aa 
a  footer  parent  to  a  developmental ly  disabled  individual. 


 .  r 

The  American  Health  Care  Association  is  the  nation's  largest  federation 
of  long  ten  care  facilities.  Over  b.OOO  member  facilities  provide  OPretc, 
the  chronically  ill  and  uev elopmentally  disablec  of  all  ages.  We  appre^ate 
the  opportunity  to  offer  our  cements  on  S.  2033,  the  "Comaunity  and J""* 
living iA.ana.ant>  Act  of  1983."  The  proposal  would  require  that  all 
funds^or  resiaenti.1  swvioes  b.  transferred  fro.  mia-siz.a  and  large  iwW  W»l 
eTttings  to  s.all  r.ciliti.a  which  serve  a  -axi.u.  of  eight  or  nin.  clients. 
4HCA  believes  this  proposal  would  have  a  detriBental  effect  on  programs  mtv ing 
the  severely  disablen.  More  i.portantly,  the  proposal  would  "aversely  effect 
the  aevelopmentally  disabled  who  require  special  aervioes  in  order  to  acquire 
ekllls  neeceo  to  live  as  indepenaently  as  possible. 

In  1972  Congress  extenaea  Medioaid  ooverage  to  inolude  ICi's/MH.  Active 
treat.ent'and  twenty-four  hour  supervision  are  required  for  ••p""oati°|J: 
In  197b.  rules  were  issueo  to  implement  the  progran.  The  goal  ol  the  ICF/MH 
progr  i  is  to  help  each  develop»entaIly  disabled  person  reach  his/her  aaxiaua 
potential.  Bach  resident  must  nave  an  individual  active  treatment  ana  train- 
ing program.  Active  treatment  is  a  planned,  goal-oriented  therapy  program  which 
assuMs  the  resident  can  oevelep  beyond  ourrent  capabilities. 

Under  the  Medioaid  rules,  ICF/MH  facilities  aro  lioenseo  *na  aonito^ 
by  .Utes.  They  must  meet  extensive  Life.  Safety  Code  provisions,  local  fire 
ana  zoning  laws.  Five  nujUrea  and  aixty  specific  feaeral  stdnaaras  govern  ICF/MH 
facilities.  In  eaaition  there  are  state  oertifioation,  licensure  ana  program 
stancaras.  Facilities  are  inspectea  for  1)  quality  of  programming  ana  treat- 
Mnt  of  resiaenrs,  2)  physioal  safety  and  sanlUtion,  and  3)  utilization  review 
to  cetermine  if  the  level  or  care  is  appropriate  to  meet  the  resiaents-  needs. 

Professional  services  oiferea  to  residents  inolude  nursing,  cental,  mealoal, 
psychology,  physical  therapy,  occupational  therapy,  speech  pathology,  audio- 
logy,  therapeutic  recreation,  paarmacy,  social  ana  aietary  services.  These 
services  are  part  of  the  "total-  oare  the  large  and  mid-sized  facility  provides 
to  its  residents. 

The  ICF/Mfl  progra*  aervea  peraons  with  a  oroaa  range  of  aisabiliUea  ,  auoh 
a«  blindneaa,  oerebral  palay,  epilepey,  and  -ental  retardation  Jany  ICF/MJ 
reaidenta  nave  no  next  of  kin.  k  aizeable  nuaber  ol  ohildren  are  waraa  oi 
the  atate." 
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P.L.  95-602,  enacted  in  1  y Y b ,  defines  developmental  disabilities  as:  . 

41  severe,  chronic  disability  of  a  person  which i 

is  attributable  to  a, cental  or  physical  impairment  or  combination 
ot  mental  and  physical  irapai rmants ; 

is  maul lent  before  age  22; 

is  likely  to  uontlnuo  indefinitely; 

results  in  substantial  functional  limitations  in  three  or  more 
of  the  following' areas  of  major  life  activity: 

a)  self-care 

b)  receptive  and  expressive  language 

c)  learning 

d)  mobility 

e)  self-direction 

1)      capacity  for  independent  living,  or 
g)      eoonomic  self-ouf ficienoy ;  and 

reflects  the  need  lor  a  combination  and  sequence  of  special, 
interdisciplinary  or  generio  oare,  treatment  or  other  aervioes 
which  are: 

a)  of  lifelong  or  extended  duration  and 

b)  individually  planned  and  coordinated  (Public  Law  95~602, 
1978) 

Oneiroust  meet  all  live  ot  these  criteria  to  be  classified  as  a  develop- 
ntintally  disabled  person. 

There  are  lour  typeB  of  locations  of  the  delivery  of  care  tor  the  develop- 
mentally  disabled,  ihe  majority  are  cared  for  by  their  families  in  the  home 
and  receive  treatment  through  speolai  health  education  and  training  programs. 

Other  developmentally  disabled  are  cared  for  in  ICF/Hfl  facilities.  Six 
to  fifteen  percent  of  all  montally  retarded  live  in  aome  form  of  supervised 
residential  setting  such  as  state  institutions,  private  mid-sized  ICFs/MK,  and 
foster  care  or  small  community  facilities.^ 

At  the  present  time  a  state  has  the  option  to  operate  an  ICF  program. 
Some  stat3  Medicaid  programs  support  only  state  institutions  and  small  programs; 
however,  others  support  mid-si^ed  programs  as  well.  ^ 

There  is  a  trend  toward  developing  community  oare  lacilities.  for  example, 
over  the  last  decade  the  total  population  of  large  state  institutions  has  declined 
by  one- third  while  the  number  ot  community  care  programs  has  inoreased  ninefold. 
Mew  admissions  to  supervised  apartments  during  19B2  increased  by  31*9  percent 
while  new  admissions  to  Aar#e  facilities  grew  by  6.4%.  One  third  of  the  existing 
small  programs  have  opened  since  1 9 BO .    Tho  Section  2176  Medicaid  waiver  program 
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to  rund  bone  and  community  baaeu  services  is  expected  to  accelerate  the  growth 
of  group  homes  and  use  of  community  baaed  services. 

|Hrt  MiSTTTftU        cihk  or  THR  nKVK1.0PMKMT  AM.f  D7.SAH.KD 

AHCA  supports  a  wide  spectrum  or  cervices  lor  the  levfclopmentaliy  disabled 
and  advocates  a  system  vhloh  provides  sorvioo  delivery  through  an  assortment 
of  settings  tailored  to  address  the  needs  oi  the  individual.  AHCA  opposes  the 
■Community  and  Family  Living  Amendments  Aot  or  19&3"  proposal  to  limit  reim- 
bursement for  services  to  a  single  ac/del  or  service  delivery.  The  neeos  oi 
the  developmental iy  disabled  are  dl verve  and  must  bo  tiddreased  by  a  variety 
or  systems  and  programs.  '' 

For  some  developmental  ly  disabled  persons  a  small  laoility  may  be  ideal. 
For  others,  especially  those  with  numerous  complex  problems,  a  larger  facility 
that  can  oiler  an  array  oi  services  and  lull  starring  is  more  appropriate, 
ir  ail  facilities  are  limited  in  3ize,  no  single  facility  will  he  able  to  provide 
a  wide  array  oi  services.  This  will  cause  particular  problems  tor  the  severely 
handicapped  who  need  multiple  services  ouch  as  professional  nursing  servioes, 
phys.lca'l  therapy  und  occupational  therapy  and  other  special  consultation  and 
direct  care. 

\Many  statements  will  be  made  here  today  citing  studies  and  programs  which 
support  the  theory  that  small  oommunity  based  facilities  are  less  expensive 
than  institutional  care.  These  statements  are  misleading.  In  order  to  correctly 
Interpret  them  one  must  understand  the  various  levels  of  eare  that  are  provided 
for  ICK/Hh  clients. 

Two  types  oi  lacilities  comprise  "institutional  care  facilities . "  This 
fact  ia  not  usually  apparent  in  cost  studios.  There  are  the  large  state  facilities 
and  the  private  LCF/MH  facilities  such  as  those  which  aro  AHCA  members.  Large 
state  run  facilities  are  often  the  mo3t  expensive,  lu  part,  this  is  because 
of  higher  labor  and,  property  cost3  and  the  higher  costs  associated  with  the 
heavy  care  clients  they  service.  These  facilities  often  oost  over  $100  per 
day.  AhCA  member  facilities  are  private  proprietary  and  non- proprietary  facilities 
which  range  in  sine  from  16  beds  to  200  beds  but  are  usually  approximately  50 
beds.  Neimbursement  is  approximately  to  |6S  dollars  per  day  per  resident. 
Problems  arise  when  the  coats  of  these  levels  are  lumped  together,  Suolp  a 
practice  leads  to  the  assumption  that  all  institutional  care  is  more  expensive 
than  community  care.  x 

A  second  problem  portalri3  to  the  term  "private  ICF/MH",  which  may  be  mid- 
loading,  oomeUmes.it  refers  to  small  community-based  facilities  caring  tor 
up  to  1b  clients,  other  studies  del  iue  private  ICF/MH  care  as  mid  sized  insti- 
tutions caring  for  up  to  two  hundred  clients. 

The  lank  oi  uniform  deli  nit  ions  causes  problems  when  the  average  per  diem 
ooats  are  discussed.  Small  (up  to  \b  beds)  facilities  often  utilize  training, 
education,  Social  oervlct-n ,  and  therapy  programs  which  are  supported  through 
stat*  and  county  governments,  United  Way  and  charitable  donations.  The  costs 
of  these  services  are  not  necessarily  included  in  the  *  per  diem".  Kid-size 
and  large  facilities  usually  provide  comprehensive  servir.es  on  oampus  as  part 
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of  the  laclll ties'  program.    The  costs  oi  these  comprehensive  services  an*  included 


Studies  which  compare  institutional  and  community- based  care  do  not  treat 
the  aid-size  facility  and  its  costs  and  sorvioea  as  a  di sti not  model  of  oare. 
This  could  mistakenly  lead  one  to  believe  that  mid  sizeo  facility  costs  are 
as  high  ap  the  public  institutions  or  that  their  coats  are  higher  thanoomiuu- 
nlty-baseu  facilities  which  utilize  outside  programs. 

The  legislation  would  shift  Medicaid  funding  for  the  care  of  severely  disabled 
individuals  from  institutions  (ICFs/MR,  SNFs/MR,  ICKs  and  SNFS)  to  community 
living  arrangements.  The  deinstitutionalization  program  would  be  phased  in 
over  ten  years  lor  most  institutions  and  fifteen  years  for  relatively  new  insti- 
tutions oaring  for  15  to  75  clients. 

(A 

Severely  disabled  individuals  are  defined  as  individuals  with  developmental 
or  physioal  impairments  or  both,  wnloh  are  manifest  before  age  50,  are  likely 
to  continue  indefinitely  and  result  in  substantial  functional  limitations  in 
three  or  more  of  the  following  areas:  self  care,  language,  learning,  mobility, 
self  direction,  oapaolty  tor  independent  living  and  econoralo  self  aufflcienoy.  . 
This  would  include  many  mentally  retarded,  the  developmentally  disabled  and 
many  head  injured  individuals* 

to 

Community  living  facilities  would  be  limited  in  size  to  ti  or  9  beds,  must 
be  in  residential  areas  but  oannot  be  oluatered  and  must  meat  safety  standards. 
Written  individual  plans  of  care  are  required,  as  is  training  for  staff.  Medical 
assistance,  home  and  community  based  aervioes,  vocational  aervloes,  oase  management 
ana  monitoring  are  authorized.  Aocess  to  habllltatlon  and  rehabilitation,  aooial 
and  educational  servioes  is  required.  Facilities  are  required  to  be  iioensed 
or  certified  or  accredited  by  the0 Accreditation  Counoll  for  Service*  for  Mentally 
Retarded  and  Other  Developmentally  Disabled  Persons,  Federal  Medioaid  payments 
would  temporarily  increase  by  5  percent  of  the  total  amount  expended  under  the 
state  plan  for  the  oare  of  individuals  transferred  from  Institutions  to  community 
care.  There  is  a  5  percent  reduotlon  in  the  Federal  Medioaid. match  lor^ not'i-complying 
facilities  and  institutions. 

AHCA  is  opposed  to  the  Community  ana  Family  Living  Amendments.  The  bill 
would  withdraw  funding  from  good  facilities  wbloh  are  providing  comprehensive 
cervices  that  enable  a  developmentally  disabled  person  to  learn  the  skills  needed 
for  independent  living  and  transfer 'funding  to  facilities  whioh  have  an  unknown 
capacity  to  care  lor  the  developmentally  disabled  and  which  are  dependent  upon 
outside,  piecemeal  funding  sources. 

Tho  lundamental  problem  with  the  proposal  is  that  it  is  based  on  unsound, 
unproven  and  clinically  unacceptable  premises. 


in  the  perdieiD  rate. 
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Our  objection^  are  centered  on  the  following  major  points* 

1.  Not  all  severely  disablea  persons  can  be  oared  for  in 
oo ma unity  settings. 

2.  Quality  is  not  related  to  size,    big  is  not  necessarily 
bad  and  smill  is  not  always  good. 

3.  Handating  community  oare  lor  all  severely  disabled  persons 
will  lnorease  the  oost  or  oare. 

o       Hot  all  sparely  disabled  pernnna  gar  hfl  oared  I'or  1n  nr>miainU,V  nnt.t.lnjffl. 

Hany  severely  disablea  are  physioally  and  mentally  handicapped 
and  suffer  from  life  threatening  nedloal  conditions*  Some  are 
frail  arid  need  constant  observation  by  prolesolonal  stai'f.  For 
example,  some  of  these  individuals  have  many  seizures  dally. 
\  The  adainist ration  of  medications,  shunts,  tube  feedings  require 
\Drofesslonal  stai'f. 

A\large  portion  of  lnstltutionallzea  mentally  retarded  residents 
al/»o  surfer  from  serious  behavioral  problems*  These  people  require 
a  high  staff  ratio  and  .intense  oare  by  trained  individuals. 
Access  to  professional  help  is  a  necessity  for  both  staff  and 
residents.  Experienoe  shows  that  these  ollenta  are  the  most 
dlffioult  to  plaoe  in  oommunlty  oare,  that  they  are  among  the 
■est  expensive  to  care  f orv  and  that  emotional  and  behavior  problems 
are  dlreotly  related  to  reoldlvlam. 

Some  past  deinstitutionalization  of  the  severely  disabled  people 
have  failed  miserably.  Efforts  in  Kentuoky  and  Florida  are  examples 
of  inadequate  care,  high  mortality  rates  and  irreversible  damage. 
In  these  oases,  it  la  always  the  disabled  who  pay  the  prloe. 

o       Duality  la  pot  aifraotlv  relatec  to  size. 

Larger  labilities  oan  provide  more  aervloes  and  are  in  better 
positions  to  develop  a  professional  staff  to  deliver  varied  and 
oomplex  sophisticated  aervloes.  Beoause  of  the  nature  of  the 
f  unding  souroe  for  lar.ge  .faoiii  ties  oliects  are  lees  dependent 
'upon  varied  and  categorioal  program  appropriations  whloh  oan 
be  changed  or  terminated;  Such  changes  oan  disrupt  or  oanoel 
services. 

Numerous  studies  have  concluded  that  size  1b  not  related  to  quality 
of  care  and  that  home  like  faciliti<"»  do  not  guarantee  improvement 
in  behavior  of  either  staff  or  studies. 

Several  studies  have  evaluated  family  style  homes  as  more  restric- 
tive than  larger  settings. 
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At  least  one  study  oomparing  small  ana  large  settings  round  that 
In  larger  facilities  residents  engage  in  More  social  behavior 
and  aevtlop  more  friendships  than  reaiaente.  of  snail  facilities. 
Another  concludes  that  larger  facilities  are  More  likely  to  utilize 
agenoies  servioes  and  programs  ana  thus  appear  to  be  oloser  to 
the  objootive  or  client  norMalization  and  developing  social  ooupetenoe 
than  smaller  lacilitiea  are* 

Larger  iaollities,  by  virtue  or  large  professional  stales  ana 
large  number  of  visitors  allow  for  greater  opportunity  to  formally 
and  informally  monitor  resident  care. 

The  life  aarety  6t  disabled  people  is  enhanoea  through  physical 
struotures  built  or.  modified  to  Meet  life  safety  and  other  oode 
requirements  uevelopea  to  provide  neeaed  proteotion.1  Family 
homes  are  not  designed  to  provide  this  proteotion. 


MADQating  nnmaunitv  pare. lor  all  opverelv  disabled  persons  tfjlLlflflCflflafl 
the  cost  of  care.  X 


The  Congressional  budget  Office  report  showing  a  cost  savings 
puat  be  challenged.  It  is  diffioult  to  determine  what  assumptions 
were  uooa  in  aeveloping  the  report.  However^it  appears  th,et 
large  costs  were  not  includeti. 


An  eicample  is  the  cost  of  new  construction.  -'Cost  figures  are 
based  on  a  projected  discharge  rate  of  12,000  residents  par  year. 
This  will  require  over  1,500  new  group  homes  per  year.y  Kxperienoe 
shows  that  It  is  cheaper  to  build  new  group  homes  than. to  retrofit 
existing  uwellings.  Current  new  construction  costs  are  |25»0Q0 
to  $30)000  per  bed.  between  $3  and  $3.6  million,  plus  interest 
and  aepr ecie tion,  would  be  neeaea  eaoh  year.  Over  $1  billion 
would  be  needed  Just  to  build  group  homes  for  the  current  residents 
of  state  institutions  who  would  be  deinsti-  tutionalixed.  States 
are  ourrently  having  difficulty  raising  bonds;  moreover,  meny 
bonds  that  ware  raise  a  over  the  last  aeoaae  for  large  institutions 
have  not  been  retired.  Some  states  ere  plaoing  lids  on  cost 
per  bea  which  would  prohibit  new  construction  at  current  costs. 

Other  costs  not  olearly  inoludea  arei 

1.  Additional  costs  .of  aaminlstering,  monitoring,  surveying 
and  inspeoting  a  greater  number  of  facilities  soattered 
throughout  the  country. 

2.  "Start  upM  coats  which  would  be  assooiatea  with  the  program. 
These  should  inolude  the  oost  of  maintaining  the  empty  bed 
at  the  large  facility.  Costs  associated  with  the  additional 
number  of  staff  who  will  be  needed  to  fill  gaps  in  the  delivery 
or  servioes  oauaea  cy  time  spent  traveling  to,  iron  ana 
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between  laoilitiea.  Labor  ooata  are  ourrently  approximately 
two  thirds  or  the  program  ooata.  „ 

3*  Costa  of  oaring  'for  the  new  population  who  would  bo  included 
in  the  definition  or  severely  disabled.  We  believe  It  would 
lnolude  many  beao  lnJuredWlctlas.  These  people  are  generally 
heavy  care  reaidenta,  needing  Intense  therapy,  nuralng  and 
supervision. 

4.  Costs  of  adding  authorization  of  vocational  rehabilitation 
ooata  under  Medloaid. 

5*  Costs  of  transportation  to  servloes  nay  also  need  to  be 
Included* 

6.  Coats  of  deinstitutionalizing  the  heavy  care  resident. 
Approximately  one  hair  of  the  Institutionalized  are  Multiply 
handicapped,  one-third  are  non-aabula tory  and  one-third 
suffer  from  emotional  problems.  To  date,  most  community 
care  programs  oare  for  less  handicapped  persons* 

Soae  severely  disabled  Bay  be  oareo  for  In  community  aettfngs 
for  less  dollars*  However,  we  rind  this  rarely  to  be  true*. 
Several  factora  should  be  considered  when  calculating  expendi- 
tures. 

1.  In  community  oare  coots  for  servloes  are  distributed  among 
different  cost  oenters  or  funding  programs*  For  example, 
transportation,  day  programming,  therapy  ana s workshops  are 
often  funded  out  or  education,  Title  XX,  state  oounty  or 
local  funds.  At  the  same  time,  institutional  costs  are 
usually  the  total  cost* 

2.  Information  on  reimbursement  of  private  ICFs/HH  (such  as 
those  which  belong  to  AHCA)  compared  with  small  programs 
Is  not-  available  tor  each  state*  However,  as  the  following 
examples  show,  ooomunlty  oare  can  be  more  expensive. 


less  than  15  beds 


$39.53  per  day 


$50.54  per  day 


Idaho 


30  bed  fan^HY 


U_&ther  iBQilltlefl  ranging 
Iron- 5  to  ?TJ4  bcdfl 


$5H.3o*  per  cay 


173*7  9  (average  per  day 
rate   of  9  facilities) 
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$56*00  per  oay  $94.00  par  day 

i 

lentuokv 

(J  •. 

Private  1CF/KH  QOMUaU^  filEfl 

> 

$23,000  per  year  $40,000  per  year 

i 

1  There  are  other  oonoerna  which  nee  a  to  oe  considered  in  the  impact  of  thia 
legislation. 


Le^ia 


Aa  written,  thia  legislation  would  also  affect  the  oare  or  the  "heed 
injured"  patient.  These  people  are  usually  the  victims  or  accident  a 
such  us  euto  orashea,  drug  overaoaaa  ana  gunshots.  They  fit  the  aerinltlon 
of  the  developmental^  disabled  aa  outlined  in  Section  191tt(h).  In 
■eny  oeaea,  these  Individuals  ere  oarea  tor  in  nursing  hoses.  Some 
are^ooaatoae  end  semi-comatose  and  require  delly  nuralng  and  therapy 
aervicet.  Cognitive  retraining,  reapiratory  care,  tube  feedings  ana 
sensory  stimulation  are  professional  services  which  are  often  required* 
These  aervloea  cannot  he  effectively  provided  in  small  aettinga. 

Whet  would  be  the  lmpmot  on  the  cost  of  care  if  atetea  opt  to  inolude 
those  aeverely  dleabled  whose  families  spend  up  to  five  percent  of 
their  eojustea  gross  lnoome  on  care?  Isn't  thia  aadlng  a  population 
that  la  not  neoeaaarlly  financially  needy?  / 

Whet  atetea  rights  leauea  would  he  generatec  by  a  program  which  is 
mandated  by  the  federal  government,  but  is  also  pert  of  the  Medicaid 
program  which  is  auppoaea  to  allow  flexibility  to  atatea  to  design 
and  provide  services  aooording  to  the  needs  of  lta  population? 

There  la  no  provision  for  the  rights  of  the  disabled  ana  their  families 
who  prefer  the  lnatltutlonal  care  model*  These  people  must  heve  the 
right  to  onoose  or  at  leaat  influence  the  ohoioe  of  care. 

The  intent  of  the  legislation  la  lor  a  graoual  phase  out  of  institu- 
tions. Prlvete  ICFa/MK  and  SNPa/|Ui  muat  make  andn  meet.  The  breek 
even  point  la  not  too  far  oelow  full  oapecity.  Many  of  the  residents 
would  be  sent  to  institutions  until  oommunity  oare  is  avellable. 
Been  trensfer  oausaa  a  disruption  in  aervloea  to  the  ollunt.  Thie 
oould  result  in  a  loaa  of  skill  development. 

Recidivism  is  a  fact.     Under  thia  proposal,  clients  would  have  no1 
where  to  return.    Bow  will  theee  people   ie  handled  -  will  they  be 
trensferrea  from  one  oommunity  program  to  another  ano  eventually  fall 
through  the  cracks? 
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o  What  ahout  investors  who  have  risked  private  oapital  to  develop  mid 
sized  private  Institutions?  How  (or  will)  they  be  compensated?  Many 
private  companies  were  approaohea  by  the  state  and  asked  to  establish 
old  sized  facilities. 

o  How  would  the  5}  inorease  per  person  affect  implementation. of  the 
Seo.  1915  Hedioald  waivers  for  home  and  community  based  oare?  The 
waiver  money  can  only  be  usee  to  support  community  care  If  the  average 
oost  of  that  oare  is  less  than  the  oost  of  institutionalization. 
Would  this  create  two  classes  of  oommunlty  care  recipients? 

o  Bow  will  the  five  peroent  be  oaloulated?  Will  it  be  based  an  the 
.  per  diem  rate  for  the  faoilitv  '.be  person  was  previously  in  or  the 

average  per  diem  rate  for  the  state? 

o  '  Wbo  would  be  responsible  for  maintaining  closed  institutions?  Kven 
dosed  facilities  inour  costs.  Billions  of  dollars  have  been  spent 
in  the  last  few  years  to  improve  these  facilities. 

o  The  bill  assumes  that  there  will  be  group  homes  available.  Who  will 
be  responsible  for  aoquirlng  or  building  the  homes? 

o  There  is  no  doubt  that  Medicaid  funding  and  standards  have  Improved 
care  in  ICFs/Hfl  of  all  sizes.  If  it  is  withdrawn  from  large  insti- 
tutions and  if  the  state  must  maintain  the  institution  wt  may  see 
a  reourrenoe  of  problems  whioh  existed  prior  to  the  early  1970s. 
If  Hedioald  funding  is  not  provided,  Medicaid  standards  will  not  be 
required  to  be  met. 

o  previous  efforts  to  restructure  care  for  the  mentally  ill  have  tailed, 
in  the  mid  1960's,  national  effort  to  deinstitutionalize  over  orowded, 
large  mental  hospitals  was  implemented,  flans  to  serve  the  deinstitu- 
tionalized through  community- based  resouroes  did  no t Materialize  . 
The  result  was  a  rapid  and  unplanned  exodus  of  thousands  of  state 
mental  hospital  patients  which  caused  a  shift  of  the  looation  of  the 
ohronically  mentally  m  to  the  community  without  the  concurrent  shift 
in  sufficient  oommunlty  services  or  resouroes*  As  a  result,  many 
of  these  people  were  unable  to  live  independently  and  were  forced 
into  substandard  boarding  homes  or  shelters  for  the  homeless.  Others 
have  been  placed  in  nursing  homes  which  are  not  always  ahle  to  provide 
the  care  needed.  Transfers  to  appropriate  oare  settings  are. usually 
difficult  because  of  an  insufficient  bed  supply  in  those  settings. 

4BGI  MECttlffllflAIIflMfi 

1.  The  Senate  Finanoe  Committee  should  not  mark  up  or  report  S.  2053. 
For  the  reasons  listed  above,  the  proposed  program  would  be  detri- 
mental to  the  care  ot  the  severely  disable*. 

2.  States  should  utilize*  the  Seo.  2176  Medicaid  Home  aid  Community  Based 
Waiver  program  to  develop  community  oare  programs.  Tm  program  provides 
needed  flexibility  and  funding  for  effective,  community  care.  I 
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3.      The  Sec.  2176  waiver  programs  should  be  studied  tor  effectiveness 
before  any  drastic  changes  are  made  to  the  Medloald  program. 

AHCA  cannot  endorse  the  proposed  system,  it  Is  based  on  an  arbitrary  size 
and  premised  on  unproven  theories.  If  enaoted,  we  foresee  many  ex-residents 
of  lacllitles  Isolated  In  small  homes,  unoared  for  and  eventually  forgotten 
or  Ignored. 

Any  changes  In  Medicaid  must  encourage  a  balanced  approach  to  the  care 
of  the  severely  disabled,  While  the  severely  disabled  have  one  thing  In  common 
—  disability  —  they  are  a  heterogeneous  group  and  cannot  all  be  pushed  into 
a  narrowly  designed  system  which  works  under  certain  olroumstanoes. 

There  is  a  need  for  small  lacllitles.  For  those  who  can  make  the  transition 
from  institution  to  community,  small  home  like  facilities  oan  ease  the  way. 
Unfortunately,  many  people  are  unable  to  develop  the  skills  necessary  to  live 
Independently.  These  people  may  be  profoundly  retarded,  blind,  crippled  and 
suffering  from  any  number  or  medical  conditions.  These  people  need  nursing 
and  therapy  and  custodial  care  24  hours  a  day  In  addition  to  training.  Is  it 
praotioal  or  even  possible  to  provide  these  services  in  small  scattered  settings? 
Even  if  the  personnel  were  available,  the  cost  would  be  prohibitive.  The  total 
coot  or  a  nursing  visit,  a  home  health  aide  visit  and  a  therapist  visit  could 
be  as  high  as  $60  per  day.  Add  to  this  the  cost  of  room,  board  and  custodial 
care  and  the  total  cost  Is  tauoh  more  than  what  Medicaid  now  provides. 

AHCA  is  concerned  this  legislation  will  appeal  to  those  who  are  not  well  ' 
Informed  yet  who  support  its  goals.    We  support  the  goal  of  independence;  however, 
we  know  the  proposea  system  will  be  disastrous  for  the  developmentally  disabled. 
They  need  and  deserve    more  than  a  system  which  is  based  on  an  arbitrary  number 
of  beds,  not  the  quality  of  services. 
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Senator  Durknbkrgrr.  Thank  you  very  much. 
Lets  see,  I  guess  next  is  Margaret  Shreve. 
Hi,  Margaret. 

Ms.  Shreve.  Yes.  I've  coma  off  the  snow  bank  in  Maryland,  and 
I'm  now  here. 

STATEMENT  OF  MARGARET  L.  SHREVE,  EXECUTIVE  DIRECTOR, 
THE  WHOLE  PERSON,  INC.,  KANSAS  CITY,  MO. 

Ms.  Shreye.  I  am  here  to  represent  physically  disabled  people, 
and  particularly  those  folks  living  m  Kansas  and  Missouri.  I  am 
the  ftiTector  of  a  center  for  independent  living  called  The  Whole 
Person. 

The  people  that  I  am  concerned  about  are  folks  who  have  arthri- 
tis, who  have  cerebral  palsy,  who  are  blind,  deaf,  with  niultiple 
sclerosis,  muscular  dystrophy,  et  cetera.  And  most  of  the  individ- 
uals that  my  program  and  others  like  mine  serve  are  people  who 
are  severely,  permanently  physically  disabled,  medically  stable, 
and  mentally  competent.  We  support  the  bill. 

We  have  some  concerns  about  the  bill,  and  the  four  largest  con- 
cerns are  the  age  limit,  the  degree  of  consumer  control  which  can 
be  exerted  over  a  medicaid  service,  the  living  arrangements,  which, 
according  to  the  current  text  are  somewhat  restrictive,  and  I  think 
that  is  due  to  the  fact  that  they  were  written  for  communitv-based 
facilities,  and  that  the  definition  of  "natural  homes,,  should  be  ex- 
panded so  that  it  includes  choice  for  the  severely  physically  dis- 
abled person,  such  as  living  alone,  living  with  friends,  living  wi 
spouse,  dependents,  and  any  arrangement  thereof. 

An  example  of  the  current  problem  we  have  in  the  State  of  Mir 
souri  is  that  we  have  no  in-home  personal  care  services  under  med* 
icaid  for  more  than  60  hours  per  month.  For  a  severely  physically 
disabled  quadraplegic  person,  that  is  not  sufficient;  therefore,  the 
only  alternative  is  a  nursing  home.  \ 

We  are  working  right  now  in  Kansas  City  with  sfyneone  who  is  a 
spinal  cord  injured  man,  18  years  of  age,  who  does  require  24-hour 
attention  because  he  is  on  a  respirator.  But  no  nursing  home  will 
take  him,  and  if  he  doesn't  leave  the  State  and  find  the  services 
that  he  requires  in  his  own  home,  he  is  probably  not  going  to  sur- 
vive. 

We  have  the  technology  to  make  sure  that  people  with  this  level 
of  disability  survive,  but  we  are  not  providing  the  in-home  . or  the 
community-based  services  to  make  sure  that  they  have  the  quality 
of  life  that  they  deserve. 

Programs  like  mine  are  working  on  issues  like  accessible  hous- 
ing, accessible  transportation,  public  accessibility  in  the  sense  that 
our  public  buildings  are  more  wheelchair-accessible,  communica- 
tion accessible,  et  cetera. 

The  thing  that  we  seem  to  be  lacking  the  most  is  the  personal 
care,  the  in-home  service,  and  it  has  to  be  individualized,  tailored 
to  the  individual's  level^f  functioning'and  level  of  physical  disabil- 
ity. And  that  is  why  we  therefore  support  the  bill. 

Thank  you. 

Senator  Durenberger.  Thank  you  very  much. 
Guerin  Fischer. 

[Ms.  Shreve  s  prepared  statement  follows:] 
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SUMMARY  OF  PRINCIPAL  POINTS 


contained  in 


Testimony  for  S.  2053  by  Margaret  I.  Shreve 


\  am  representing  the  interests  of  severely  physically  disabled  people  from  the 
states  of  Kansas  and  Missouri  in  support  of  S.  2053,  the  Community  and  Family 
Living  Amendments  of  1 983 - 

This  bill  could  provide  for  the  commun  I  ty-based ,  In-home  services  needed  by  severely 
physically  disabled  persons  In  order  to  Wye  Independently  in  the  community  settings 
of  personal  choice.  The  bill  needs  to  address  several  concerns  which  were  apparentl' 
overlooked  In  regard  to  the  physically  disabled  population.    These  concerns  are: 

I)  Lifting  the  age  restriction  so  that  persons  who  incur  a  permanent 
I  physical  disability  after  age  50  are  eligible  for  commun I ty-based 
\  Services. 


2\    Defining  "natural  home"  to  include  many  options  such' as  living  alone, 
living  with  friends;  living  with  spouse,  living  with  dependents,  or 
any  combination  of  such  living  arrangements. 

3)    Removing  restrictive  language  in  reference  to  where  a  severely 
disabled  individual  can  live. 

k)    Expansion  of  consumer  Involvement  throughout  requirements  of  the  bill; 
including  disabled  people  in  the  planning  of  community-based  services 
as  welt  as  Implementation  and  supervision  of  such  services  where 
possible. 

Like  the  developmental ly  disabled  population,  Severely  physically  disabled 
persons  are  often  placed  in  Institutions  for  lack  of  any  alternative.     If  a  major 
.funding  mechanism  can  be  used  to  reverse  this  situation,  severely  physically  disabled 
people  could  live  Independently  in  the  community  with  minimal  support  services. 
The  severely  physically  disabled  population  does  not  need  community-based  facilities 
or  "bricks  and  mortar"  projects  but  does  need  Individualized  and  personal  services 
In  the  home  setting  of  their  choice.     Senate  Bill  2053  could  provide  this. 

Advocates  for  severely  physically  disabled  people  look  forward  to  passage  of 
Senate  Bill  2053  and  thank  the  Subcommittee  for  the  opportunity  to  speak  In 
the  bill's  favor. 
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TO;    Senator  Dave  Durenbergcr,  Chairman 

Subcomrni  ttee  on  Health  of  the  Senate  Committee  on  Finance 

RE:    Testimony  for  S.  2053,  The  Community  and  Faml.ly  Llvlny  Amendments  of  1983 

DATE;    February  21  ,  1981*  -  | 

1 

I  am  Maggie  Shreve,  Executive  Director  of  The  WHOLE  PERSON ,  Inc.  InUansas  City. 
The  WHOLE  PERSON  Is  a  community-based,  non-rcsl dent I al  service  and  Advocacy 
organization  for  people  who  have  Severe  physical  disabilities.     I  am  testifying 
for  Senate  Bill  2053  as  a  representative  of  various  consumer  groups  \of  physically 
disabled  people  in  Kansas  and  Missouri.    We  believe  that  Senate  Bl  Hi  2053.  the 
Lommunlty  and  Family  Living  Ar.o.idroeiUs  of  I983,  has  tremendous  positive  Implications 
for  severely  physically  disabled  people  who  are  struggling  to  live  Independently 
In  the  coiimun i  ty ..  Cl  "  f 

The  population  to  which  I  am  referring  Is  composed  of.  Individuals  who*,  have  severe 
physical   limitations  but  arc  mentally  competent.    This  group  inc ludss  \many  types  of 
physical  disabilities  such  as  arthritis,  blindness,  cerebral  palsy,  de\afne«sf  h*ad 
injury,  multiple  sclerosis,  muscular  3ys trophy,  polio,  spina  bifida,  spinal  cord 
Injury,  stroke  and  similar  disabling  conditions.    As  a  representative  frf  this  group  f 
I  have  concerns  about  some  language  used  In  Senate  Bill  2053-     I  am  concerned  about 
the  age  limitations  used  in  the  bill;  the  definition  of  "natural  home;1'  f.he  degree 
of  consumer  control  which  can  be  exerted  over  the  types  of  services  to  be  covered 
by  Medicaid  funds;  and  the  definition  of  the  type  of  neighborhood  In  which  a  severely 
disabled  recipient  of  Medioaid  funded  Services  can  live. 

It  is  obvious  that  Senate  Bill  2053  was  drafted  to  respond  to  the  nnn-lh&t I tutlonal 
service  needs  of  developmental!^  disabled  person r.„     I  see  the  same  pot.efiiiat  for 
people  with  severe  physical  disabilities  but  In  different  ways.     First  ol\  ull  ,  I 
do  not  assume  that  severely  physically  disabled  people  need  "bricks  and  mortar" 
projects  specific  to  their  disabilities  or  their  needs..    .1  assume  that  a  Inroad 
spectrum  of  community-based,  In- home  services  which  are  tailored  to  each,  t.ndl  v  i  duu  1  1  s 
level  of  physical  functioning  and  manager/vent  abilities  are  needed.    Secondly,  I  do 
not  assume  heavy  involvement  from  parents  or  guardians  but  rather  re  I  I  ance1,  upon  the 
consumer  him  or  her  self  regarding  the  planning,  Implementation,  supervision,  ami 
evaluation  of  commun I ty- based  services. 


Many  severely  physical ly  'di sabled  people  are  able  to  live  in  the  community  jf  certain 
environmental  changes  are  made  and  necessary  supporVlve  ptrsonai  services  ate  available. 
These  services  arc  not  housed  within  a  "facility"  of  any  specific  type  but  need  to 
be  provided  to  the  Individual . In  hj_s  or  he  -  cho'ce  of  rovldence.    One  such  typical 
service  which  Is  not  readily  available  In  this  count./y  h.  Personal  Care  Assistance 
or  PCA,     A  frequently  used  definition  of  Personal  Care  Aislstance  services  ' 1 4,  a 
consoner-d  1  rec  ted ,  in-home  service  which  allows  for  ;jp  to  M2  hours  of  service!  per 
week  and  In  which  the  consumer  recruits,  Interviews,  hires,  trains,  manages,  unci 
discharges  his  or  her  attendants  (or  PCAs).    Seaate  Bill  2053  could  provlae  t\iQ 

1 
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funding  mechanism  needed  for  the  estabj  i  shmefit  of  Personal  Care  Assistance  services, 

/ 

Based  upon  t  he5e-  genera  I  issues,  the  physically  disabled  population  wil'l  benefit 
from  Senate  Bill  2053  if  certain  sections  of  the  bill  can  be  clarified.    Below  arc 
those  sections  which  will  require  additional  attention  In  order  to  meet  the  needs 
of  severely  physically  disabled  persons  while  maintaining  a  cost  effectiveness  compared 
to  institutionalization. 

Section  (c)(1)  (A)  should  include  filled  nursing  facilities  as  well  as  intermediate 
c<Jre  facilities  and  institutions  for  the  mentally  retarded. 

Section  (c)(1)(C)  may  be  too  limiting  if  only  section  702(b)  of  the  Rehabilitation 
Act  of  1973  is  used.    We  would  add  general   language  which  adlr<?sses  the  need 
for  any  commun i ty-based  service  which  is  necessary  for  the  health  and  well-being  - 
of  a  severely  disabled  individual   living  independently  in  the  community. 

Section  (h)(1)(B)  should  not  be  restricted  to  age  50  as  the  cut-off  for  onset  of 
disability.     Some  advocates  believe  that  65  is  a  more  appropriate  age.  I 
perbonally  believe  that^this  bill  has  great  potential   for  disabled  elderly 
individuals  as  well  as  other  age  groups  and  should  not  contain  any  upper  age 
I  itni  ts  at  all. 

Section  (h)(1)(E)  assumes  that  the  Medicaid  recipient  is  in  need  of  more  than'one 

service  which  may  not  be  the  case.     This  section  should  Include  the  possibility 
that  a  Severely  disabled  person  may  need  only  one  service  from  Medicaid. 

Section  (h)(2)  should  provide  a  definition  of  "natural  home,"    Typical  developmental 
disability  policy  and  language  I  iml t s  "na t ura I  home"  to  a  residence  where  a 
parent  or  guardian  is  in  charge.     For  the  severely  physically  disabled  adult 
who  wants  to  live  alone  this  would  not  be  appropriate.     We  therefore  suggest 
that  a  definition  of  "natural  home"  Include  the  possibility  of  living  alone, 
l/vinq  with  friends,  livinawith  spouse,  living  with  dependents,  and  any  com-:, 
binjtion  of  such  possible  living  arrangements. 

Section  (h) ( 2 )  (C ) ( i  i ) d  \  sc r im i na tes  against  the  severely  disabled  individual  wbtf 

wants  to  select  where  he  or  she  will   live.    This  section  was  presumab I y/Wr I t ten 
for  the  establishment  of  group    homes  or  other  community-based  facilities  but 
needs  to  be  broadened.     It  shouid  not  restrict  an  Individual's  choice  in  the 
selection  of  a  living  site. 

Section  (h)(2)(0)(i)  needs  further  def  ini  t  ion  so  that  it   Inc ludes  involvement  of 

the  consumer  or  Medicaid  recipient,     In  reference  to  the  Personal  Care  Assistance 
concept  mentioned  above;  the  only  disciplinary  team  requi red  /or  implementation 
of  the  service  may  be  a  -,'r.lal  worker  or  occupational  therapist  who  performs  an 
in-home  evaluation.     Some  services  may  not  require  interdisciplinary  teams  while 
others  might.     Adding  the  consumer  to  the  team's  membership,  as  appropriate, 
may  eliminate  this  problem. 

Section  (i)(l)(C)  should  be  expanded  to  include  consumer  Mvol vemer.t  a.id/or  representa- 
tion.    This  would  allow  for  the  training  of  certain  tare  giver 5  by  the  consumer 
as  in  the  Personal  Care  Assistance  example 

Section  ( i ) ( I ) ( I ) ( i  i )   is  somewhat  unclear.     We  read  this  section  as  requ'ring  peer 
or  consumer  involvement  in  the  planning  process;   but  during  a  second  reading, 
v/«  realized  that   It  ref ers  -pr imar i I y  to  professionals  mi  the  delivery  system. 
We  wouM  prefer  to  see  consumers  involved  in  order  to  continue  emphasis  of 
consumer  control  where  possible. 

Sectio.i  (I)  (I )  (J)  ^and  (K)  appear  to  have  omitted  ^ie  severely  disabled  individual 
in  error.     The  consumer  should  be  the  first  'person  contacted  in  both  the 
derision  making  process  and  in  the  appeals  procedure. 

•n  sunmary,   those  of  us  involved  in  the  provision  of  community-based  serve  I es  to 
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Wc  also  }ee  the  need  for  changes  to  the  existing  bill,  so  that  it  can- adequately 
meet  the'needs  of  the  severely  physically  disabled  population  In  the  most  cost 
effective  manner  possible.    Changes  in  the  age  limitation,  definition  of  "natural 

'home,1'  delineation  of  where  a  consumer  can  live,  and  the  expansion  of  consumer  involve-: 
ment  in  all  aspects  of  service  delivery  will  strengthen  this  bill.    We  hope  that 
the  Subcommittee  on  Health  and  eventually  the  Senate  Committee  on  Finance  .will  see 

<he  merit  of  this  bill' and  seek  It's  passage.    Thank  you  for  y6ur  time  and  attention. 
If  further  Information  or  clarification  Is  needed,  pleasedo  not  hesitate  to  contact:  ■ 

Margaret  L.  Shreve 
Executive  Director 

The  WHOLE  PERSON,  Inc.  ■  :  ■ 

6301  Rockhlll  Road,  Suite  305E  ! 
Kansas  City,  Missouri    6M31  '  \ 

(816)  36J-030J*  (TTY.and  Voice) 

STATEMENT  OF  GUERIN  A.  FISCHER,  ED-D.,  EXECUTIVE  DIREC- 
TOR, CLEARBROOK  CENTER  FOR  THE  HANDICAPPED,  ROLLING 
MEADOWS,  ILL.,  ON  BEHALF  OF  THE  VOICE  OF  T^  RETARDED 

Mr.  Fischer.  My  name  is  Guerin  Fischer,  and  I  am  representing 
the /Voice  of  the  Retarded,  a 'large  group  in  Illinois  that  is  made  up 
of  [  28  various  parent  groups,  representing  about  8,0(J0  parente  in  Il- 
linois. It  is  a  very  new  organization  that  came  upon  tlie^Scjene 
shortly  after  we  had  more  news  with  regard  to  S.  2053.      '  \^ 

I  also  am  the  executive  director  of  Cledrbrook  Center  for  the^ 
Handicapped,  a  large  facility  in  suburban  Chicago  that  has  14  dif- 
ferent sites  and  has  about  450  people  from  ages  zei;o  to  adulthood. 
We  have  a  variety  of  services,  including  many  group  homes  and 
also  some  large  facilities. 

On  behalf  of  t)ie  group  I  am  here  today  to  represent,  I  want  to 
make  a  few  comments  and  give  some  examples. 

We  are  opposed  to  the  bill  because,  based  on  the  premise  that 
care  can  only  be  delivered  appropriately  in  a  very  small,  less  than 
10  environment,  we  maintain  that  some  forms  of  developmental 
disability  demand  special  technologies  and  specialized  staffs  which 
are  only  available  in  larger  facilities,,  and  by  "larger"  I  am  talking 
about  larger  than  10.  i 

The  phasing  out  of  residential  facilities  that  house  more  than  10 
people  is  being  promulgated  without  the  assurance  that  communi- 
ty-based facillting  are  available.    •    \  ,  ' 

Let  me  giv  n  an  example:  There\are  only  at  the  present  time 
16  group  home  n  Illinois,  four  of  which  are  managed  by  Clear- 
brook  Center  for  the  Retarded.  No  start-up  money?  Senator,  which 
you  asked  earlier,  was  available  to  purchase  the  homes  and  start 
them  up,  as  far  as  capital  purpha§e  monies  from  the  State  of  Illi- 
nois. 1     '       s  ■ 

The  parents  who  were  interested  in  going  to  this  new  concept 
were  the  ones  who  started  thk  fund  raising,  and,  incidentally,  60 
percent  of  our  budget  comes  from  the  State  of  Illinois.  For  40  per- 
cent we  do  pur  own  on  fund  raiding,  which  also  we  feel  very  strong- 
ly would  have  a  direct  implication  should  this  bill  be  passed. 

*  / 


31Q  \ 


188 


\  So  back  to  your  question  about  the  capital.  No,  we  have  not  re- 
ceived capital  funds  for  pur  group  homes,  nor  have  we  received 
qapital  funds  for  a  facility  that  we  are  currently  building  that 
N^ould  house  90  people  in  a  residential  area  in  suburban  Chicago, 
that  would  happen  to  be  clustered,  with  15  people  per  cluster  and  6 
totyV clusters,  which  also  would  be  eliminated  should  this  bill  be 
promulgated  as  it  is  currently  written.  We  have  very  strong  feel- 
ings about  the  cluster  concept. 

.    Now,  for  a  minute,  on  costs.  Please  do  not  be  persuaded  or  too  ■ 
sure  about  some  figures  you  have  perhaps  heard  as  far  as  the  cost 
of  group  homes  in  the  community  versus  State  facilities. 

We  have  taken  people  from  the  State  institutions,  and  our  cur- 
rent costs  in  pur  groyp  homes  run  at  $85  a  day  versus  $100  a  day,  ' 
which  is  what  the  State  is  paying  now  in  Illinois.  And  we  are  talk- 
ing*about  mild  and  moderate  individuals,  higher  functioning  re-  ' +. 
tarded  people.  And  so  I  th^nk  you  have  to  see  the  association  be-  . 
tween  starting  putting  other  types  of  important  people  in  the  com- 
munity, the  prpfound  and  severe,  which  only  make  up  5  percent  of 
the  total  population  out  into  the  community,  and  you  can  add  the . 
difference,  of  costs.  Th'ete  isn't  that  big  of  a  difference;  in  fact,  I 
would  suggest  that. maybe  the  researchers  should  look  at  the' indi- 
vidual agency's  audits,  like  Touche  Ross,  different  audits  that  we 
have,  rather  than  looking  at  Government  figures.  And  I  think  you 
might  find  more  accurate  figures  amongst  all  of  the  States. 

So  we  feel  there  is  a  tremendous  need  for  the  continuum  of  serv- 
ices, as  was  mentioned  earlier.  We  are  concerned  about  the  State 
institutions,  decent  quality  care,  decent  community  care,  and  we 
all  I  think  share  that  feeling  very  strongly. 

Thanfc  you  very  much. 

Senatbr  Durenberger.  Thank  you  very  much. 
Sister  Barbara. 

[Mr.  Fischer's  prepared  statement  follows:] 
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m     VOICE  OF  THE  RETARDED 

798  LINDEN  AVENUE  ELMHURST,  IL60126 

Marty  Poll.  Ch»<tm*n 

Phone.  35*  6381  Hearing  on  *$nHUUVjrt_ ANt?. .Y^M^i  ]Ln!}l*S\ 

Joan  Cailin.  CoChaitman  .... 
Phonfl:  474  4441  ^l^Jl1^...0!!.  1  Zlih- -£V 

Betnadtlte  Sullivan.. Secretary 

Phone- 834  2520  February  ?7  ,   1 984 

Hi  Ma/guenio;  Tieaiuiet 

Phona  B37  9«t  .... 

The -Provident '«  Commission  on  Mental  Ratardat  ion  vmh  appointed 

in  Hay  of  1906,-  As  a  roBiilt  of  this  commission,  somti  progress  han  bcon 

made  in  ticrvliiq  the  mentally  retarded  but  it  i;j  proceed!  nq'  thtouqh  a 

succession  of  small  advances'  across  thxPbrond  front,  rather  than  by  any 

singular*  spectacular  advance .    Unfortunately,  little  has  been  done  in  the 

area  of  residential  servicer..     Now  we  arc  facod  with  a  proposed  Senate 

Bill  which,  a>;  written,  could  olimlnatu  much  progress  that  has  been  made 

these  past  \\\  years,  '  "  M  ' 

KB  ?.05  3  is  basically  lumping  all . el  ass  it i cations  of  mentally  retarded 
/  % 
irti-u  one  livinq  arrangement,  non-clustered  group  homos  in  the  community  with 

]*n>~>  than  10  people  per  home.     By  classification,   r  mean  the  Profound   (0-19  XQ) 

/ 

or  1.5  percent:  of  the  retarded  population;  Severe  {IQs  between  26-34)  or  . 
J.S  percent  of  the  retarded  population;  Moderate  .(IQs  of  35-4'))  or  6  percent 
oC  the  retarded  population  and  thc,Mild«  or  rQs  of  50-69.  B'J  percent  of  the 
mentally  retarded  population.        •  .  « 

There  is  mei  it  in  placing  Mild  and  Moderate  retardates  in  Community 
^  b.isv-  \  facilities  if  proper  funding  is  available,     cleaibrook  Center  for  the  ■ 
Ri;t  aided  has  done  just,  that  .     Clear  brook  manages  4  of  the  16  group  homos  in 
the  Utatn  of  Illinois.      ,4H4  m'oe  liomes  would  bo  needed  to  ar.com.T.odat c'  the 
5,nnfi  tit  ate  inur  it  urintiali&fd  people  ,  Mot  t »?  mention  another  H.rtot)  retarded 
adult.,  who  are  al  home  and  will  need  an  eventual  placement   as  the  i  »,,par  ent  M 
"i   M'lii  ivc.i.  J.o».  i'.    unaele  to  manage  them.-   Our  annual  Tuucho-hoss.  audit 
t  *•'.*•■  'i  1  ■ ;  tha'   gfnup  i<f>tn»'.'.  <ire  esq  ••m,  i  ve ,   i.e.  5f$r-  per  day  h"»r  <i  person  in  a 
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VOICE  OF  THE  RETARDED 
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Many  Pi  ill  I.  <?/>«>/ -n*rt 
Phonr3«V6MI  ■ 
jean  Cirhn.  Co  Chit/man 
Phone-  474  444 1 
Bewarielto  Sullivan,  Steata'Y 
Phono:  B34  2520  , 
l\l  MarguerifO.  Tmsuttf 
Phone.  637  9481 
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group  home  versus  5100  pot  day  for  a  person  In  a  iitate  Institution. 
But  please  remember  that  the  5100  per  clay  is  for  scrvico  rendered  to  profound 
and  severe  cllenT&n^  it.  costs  more  for  that  popvjlation  which  comprises  only 
five  percent  of  the  total  mentally  retarded  population, 

from  my  personal  experience ,  support  services  for  group  homes  are 
not  available  and  we  are  located  in  affluent  suburban  .Northwest  Chicago, 
We  scrve^ughor  functioning  individuals  who  need  supervision  and  guidance, 
2*1  hours  a  day?  however,  they  can  solf-mcdlcalie ,  can  bo  traincd'to  cross  an 
intersection,  can  bo  trained  for  ponaible  fires  .in  the  home,  etc.  Staff 
turnover  is  a  problem  but  manageable.     It  would  become  unmanageable  if  the 
clients  wi're  profound  and  severe, 

SU  2ue.>l,  as  written-,  does  not  differentiate  between  .the  services 
;  that  a  good  state  institution  provides,  that  good  community- based  ICK/DDs  with 
IS-  and  over  provide,  or,  quality  group  homes.    An  example;    Qlearbrook  currently 
is  building  a  90 -bed  iCF/DD^-in  the  residential  .community  ot  Rolling  Meadows, 
Illinois.     It  is  a  one-story,  41,000  square  foot>  building  accessible  to 
ambulatory  and  non-ambulatory  prople.     It  will  havu  an  indoor  pool,  bicycle 
trails,  nursing  care,  doctors,  six  clusters  interconnected  with  individual 
kitchent,  and  laundry  facilities.  52.1  million  has  be'en  raised  thus  far,  all 
as  a  result  of.  the  t6mmunlty-base\  parent  oriented  Board.    No  financial  t 
(v.i!i  is  ranee  has  been  received  from  the  State  of  Illinois,    The  Illinols/ARC 

LI  ic.il  dm  ing  the  v.uning  healings  two  years  ago  In  support  of  the  project. 
20^1  would  put"  the  KT/OP  out   tjf  business  hrfore  it  opened,  hecauso 
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VOICE  OF  THE  RETARDED 

9  ELMHURST.IL  C0126 

798  L1NDF.N  AVENUE 

Marly  Pfalt.  Ch^mmn  * 

Phon«:3f>863fll 

Jean  Cadin.  CvC/uunan 

Phone  474-4441  • 

8«madeU«  SuMvan,  S«c«»»iry 

Phonr  834  2520 

L\e  MafQuenle.  Tttesuici 

Pnoiid.  837-9481 

95*  of  the  population  would  bo  Medicaid  recipients. 
'  .  wo  advocate  a  continuum  of  services.    Ploaae  refer  to  the  attached 

chart  whiten  aysteinAtiertlly  dopicrn  a  continuum  of  alternatives.    We  support 
the  philooophy  that  espouses  helping  retarded  people  progress  to  another 
advanced  level,  which  includes  a  less  restrictive  residential  setting  if 
they  qualify  and  if  facilities  are  aval lable .    But  in  contemporary-  Illinois , 
a  minimum  number  of  state  residents  copld  move  to  community-based  facilities 
btCAUae  the  accommodations  are  not  available  for  profound  and  severe  people. 

i  ' 

Another  major  issue  is  the  question  of  cosfcs.    The  provisions  of 
f,n  205 y  would  force  the  abandonment  ol  a  functioning  system  of  quality  care 
'      t>i  the  severely  developmental ly  disabled  individual.    This  abandonment  would 
be  based  on  isolated  experiences  that  are  said  to  prove  that  care  can  be 
"     provided  more  economically  in  settings  of  10  or  fewer  clients-  Proponents 
of  SB  2053  have  publicized  what  are  purported  to  be. comparisons  of  qontii 
of  services  between  largo  State-operated  institutions  and  small  community- 
based  services-    Those  comparisons  show  the  cost  of  community-based  services" 
1         to  be  approximately  one-half  the  cost  of  services  provided  in  the  larger  ■ 

institutions.    However,  Konald  Conley,  an  economist  at  the  National  Institute 
of  Mental  Health',  cautions  that  "these  comparisons  depend  on  the  categories 
of  residents  and  t..-  complex  of  Bij^rt^^vided  within  or  outside  of  the 
facility".     It  is  wrong  to  take  the  average  cost  per  resident  of  a  lane 
facility  serving  a  developmental ly  disabled  population  which  has  a  wide 
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VOICE  OF  THE  RETARDED 

798  tINOEN  AVENUE  .       £LMHURST,IL  60126 

MaMy  Pull  Chwman 
Phone  358  6381 

Juan  CaMm.  Co  Cha>mi»n 
Phono  4  74-4441 

Bornadotte  Sullivan,  Svc'eury  .  • 
Phono  834  2520 

Li*  MarguaMa,  Treasurer  4 
Phono  837  9481  ■ 

sped  rum  of  .needy  -  from  minimal  to- very  extensive  and  intensive  -  and 

compare  t  hat  average  cast  to  the  average  coat  of  a  small  community 

facility  who-,!-  clients  have  a  narrow  npectrum  of  minim.il.  needs. 

% 

Our  attempts*  to  procure  cost  data  which  compare  characteristics 
of  clients  and  k in-^i;  oT  .quality  of  cervices  haye  been  uadueccdsful  to- 
the  point  that  we  snriousiy  doubt  such  data  oxiiit.     Our  request  for  a  copy 
P.1  K  he  Congressional  Budget  office  preliminary  cost  savings  cat  limbed  «>n 
Sh  .W\   [quoted  in  ARC/ 1  information  sheet)  revealed  that  the  study  had 
-'     been  withdrawn  hecausu  of  errors.    A  conversation  with  o*  representative 
of  the  Hubert  Humphrey  Institute  for  Public  Policy  {also  quoted  by.AUC/I) 
indicate:;  that  savings  were  achieved  in  a  facility  serving  approximately 
V)  residents;  however^  it  seems  foolhardy  t^lestroy  a  system  serving  many 
thousands  on  the  basis'  of  that  limited  experience.    The  Report  of  the 
President's  Committee  on  Mental  Retardation  Pr\st  and  Present  (1077)  states 
that  "While  there  is  little  disagreement  that  the  traditional  institutional 
patterns  of  custodial  i:nru  have  been  dehumanizing,  then'   is  disagreement  on 
the  guest  ion, vf  economy  and  the  comparative  guality  of  community  services 
presently  available".    The  President's  Committer  also  reported  the  conclu- 
sions of  a  threes t«itu  study  prepared  for  the  Dupurtnsent  of  Health,  Education 
.ind  Welfare;     ''The  costs  of  services  to  developmental ly  disabled  persons  in 
fJtaic  hospitals   (sic)  do  not  differ  significantly  from  the  adjusted,  true 
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VOICE  OF  THE  RETARDED 

798  UNDCN  AVENUE  ELMHURST.  11.60126 

Marty  P/alt.  Chairman 

Phone:      6M1  ,  * 

Jean  Cartin,  CoCflairuan 

Phone  4744441  * 

Beinadeiie  Sullivan.  Stcrttaty 

Phono  834.25JO 

tif  Mftcgurdle.  rretsurer 

Phono  8.1/9481  ■ 

costs  of  "services  in  community  (sett incjs ' provided  both  groups  are 
piovideU  with  a  full  array  of  needed  sorvic'cs." 

Spnatc  Bill  2053  would  arbitrarily  deny  Medicaid  fundinq  to 
* list  it ul ion n-  which  are  now  providing  quality  services  to  the  dcvclopmcntal.ly 
disabled.     It  is  .discriminatory  in  that*  by  forcing  the  closure  of  institu- 
tion^ it  will  eliminate  a"  valid  choice  from  among  an  array  of  settings  in 
.   ,/hlch  servicers  may  be  provided.    ARC/US'  Position  Statement  on  "Least 
Keut t iction"  states  that  this  choice  of  setting  should  "involve  a  team 
consisting  of  professionals,  parents  and  other  advocates  and,  when  appro-' 
priate,  the  individual  who  is  montally  retarded".     SB  2053,  by  forcing  the 
closure  of  institutions,  would  substitute  its  decision-making  process  for 
fchat  of  the  prescribed  ttfam. 

We  disagree  with  the  assumption  that  SB  2053  will  bring  a  more 

equitable  distribution  of  DMJI/DD  dollars,     Proponents  of  the  bill' state 

that  53>  of  DHH/DD  moneys  are.  expended  on  13%    of  the  devclopmcntally 

f 

disabled  population.     We.  do  not  que:^ion  these  figures,  but'we  -think  it  is 
important  to  note  that  the  13*  are.  the  segment  of  tho  developmentally 
disabled  population  -  namely  the  severely  and  profoundly  retarded  -  that 
requires  the  greater  amount  and  kinds  of  care,  and  that  this  fact  will  not 
change  whether  they  are  served  in  tho  institution  or  tho  community,  in 
fact,  a  greater  expenditure  of  funds  will  be  needed  for  intensive  staffing 
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Marty  Prill,  Chtlrmtn 
Phona:  35*4301 

J«an  Cariln,  Co-Chilrmin 
PfMMW>:  474*4441 

Barnadclta  Sullivan,  Sicrttiry 
Phone  834  2520 

Lii  Margutfilt.  Trtiturtr 
Phone  837  9481 
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205 3 'a 
of  care 


-  and  programming  to  prepare  those  developmental^  disabled  individuals  who 
I 

have  serious  behavioral  and  psychological  problems  Coir  life  in  the  community. 

In  conclusion,  on  behalf  of  the  thousands  of  parents  from  the  state 
of  Illinois,  we  want  to  emphasize  that  wo  are  not  foes  of  community  facilities, 
and  we  are  not  in  favor  of  largo  institutions  that  have  not  been  upgraded  in 
accordance  with  the  needs  of  the  handicapped.    We  .  do  not  accept  Senate  Dill  " 

deflation  of  an  institution.     We  do  believe  in  a  developmental  model  ' 
.^in  a  least  restrictive  environment,  and  ye  strongly  support  the 
establishment  of  jx  full  continuum  of  services  required  to  meot  the  personal 
needs  of  all  developmental^  disabled  pcoplo.    we  also  maintain  that  both 
community- baaed  facilities  *nd  the  larger  facilities  each  has' Its  own  role 
in  contributing  to  that  continuum.  '  we  strongly  boliove  that  all  retarded 
people  are  entitled  to  all  citizenship  rights,  and,  in  particular,  to  the 
freedom  of  choice  of  residential  facilities  which  suit  their  p^t  leu  la  V  needs. 

Finally,  pleasn  permit  mu  to  quote  Senator  Charies  t.  Percy 
(R-IlUnolo)  who,  after  reading  Senate  mil  20&3,  made  the  following  public 
pronouncement  * 

"For  my  pa,rt,  I  share  the  concerns  of  those  who  foe!  tnat' 
the  bil'l  would  unnecessarily  eliminate  excellent  facilities 
in  Illinois  already  providing  qual  lty,  care .    Please  be 
assured  that  I  have  no  intention  of  either  coapohsorlng  or 
supporting  this  bill . »  ■  . 
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CLIENTELE  TO  BE  SERVgD 
BY  PROGRAM,  CLASSIFICATION 


• 

.PROFOUND 
(IQ  0-19) 
Pro found/Sever* 

SEVERE 
(IQ  20-34) 
Severe/Moderate 

TRAINABLE  1 
(IQ    35-49)v  I 
Moderate 

EDUCABLE 
(IQ  50-69) 
Mild 

HOUSING. 

i  SNF/MR 

ICF/DD 

Group  Home  { CRA) 
SNF/MR 

ICF/DD 

Group  Home  (CRA) 
CLF 

CLF  , 
SLA 

NATIONAL 
POPULATION 

1.51  • 

3.5% 

6% 

89% 

NEEDS : 

CHARACTERISTIC 
FUNCTIONING 

Need  Medical  Model* 

e.g.i  intravenous, 
toileting,  bathing, 
are  dependent  24 
hours ,  ambulatory, 
non- ambulatory 

Need  S"upervieion 

a)  Medication 

b)  Toileting. 

c)  Hygiene 

d)  Socialization 

e)  Money  concepts 

f )  Ambulatory  or 
non-ambulatory 

Need  Guidance 

a)  Medication 

b)  Money  management 

c)  Daily'  living  skills 

d)  Socialization  .and 
recreation 

e)  Ambulatory  or 
non-ambulatory 

Need  Support 

a)  Mqncy  management 

b)  Daily  living  skills 

c) .  Socialization  and  • 

recreation 

Current  needs  met  - 
limited  volume 

LEGAL  STATUS 

Declared  incom- 
petent. Full 
guardianship 

Full  or  limited 
gUardianthip 

Limited  guardianship 
as  needed 

Full  rights 
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ROLLIWG.MEADOWfS 


Monday  ,  Juno  2  .  i960       Section  1-5 
kx*  THC  DQILY  Hd^aiO 


J. 


Clearbreok  fight  in .  center 


ring 


by  Thomas  Quinlan  : 

»-vt.tf  «:.•«•■  i.» 

\  *i  h  ii  "xc-n  moaptms  since 
Mj.-rh  ovor  a  rrop;>scd  homo  forXiien* 
U'.'.y  retarded  ad -J  is  in  J  nsniHilial 
ni-ii'M^rhocd  uf  Itollmjj  Meadows  is 
?xpo  ud  to  crest  at  a  public  hearing 
TV*«!;iy  nyhi 

A  hvt-  number  Special  Zoning  Coir- 
ir.i  t;*n  .rivaled  by*  Ma>w  WiMJ.m 
A'.nn*  will  ask  i;tkM^r.s  and  enter - 
tain  prc.'T.ta'.'.ona  belon;  voting  to 
nuke  .i  recommendation  to  the  city 
ccura!.  w}i,ih  e\eniuaUy  will  dc-cide 
jtttft.Vr  to  approve  or  disapprove  the 
sp.'cul  request. 

Ves.ttarc  of  the  Concerned  Citlrvns 
of  K  'Hint  Meadows  fighting  the  pro- 
jv>ud  he nnc  and  representatives  from 
CUMrtrifc'fc  CVnter  arc  exited  to  at- 
tend th««  meeting  in  full  force. 

f'l'.irbfook,  a  non  pro'*!  organi/a. 
tun  m  Holing  MiMd.iA^  for  hitidi* 


capped  and  retarded  persona,  is  v.'ck- ' 
mg  ii  'pfial-i-ie  [^irniil  to  built  n  two- 
story.  ?'»  vd  per.TVienl  care  hrhty 
o:i  a  3S-.urc  Mlo  wl.crc  y:.,f>A  is 
tocaied.  ll;c  C'i  million  facility  i>.  ^ced- 
ed, Clearbrook  uUicials  contend,  ttL 
cau«o  there  currently  is  a  sbortaj;rt  of 
bedi  for  handicap]^!  adults  nctJing 
permanent  care. 

HUT  fiartXOWNKRS  IN  the  -nr. 
rou-vling  i.t-^tiborhncd  are  objecting  to 
th?  sue  uf  (tie  facility  and  tbe  ordi* 
nance \hal  would  allow  such  a  facility 
in  a  residential  nel^hborhivxJ 

Cunenily,  the  school  at  3^01  Camp* 
bi'l)  St.  is  ured  for  daytime  trailing 
program  for  adults  .and  an  Uifont  care 
prcjMin  Guerm  Fischer,  Clcarbrook's 
director,  has  said  the  resident?  of  the 
proposed  huino  would  be  retarded 
aJulU  who  have  single  or  multiple 
physical  handicaps  and  ore  unable  to 
live  independently.  Most  would  go  to 
jobs  in  me  suburbs  during  the  day. 


Iteside:  's  protecting  the  facility 
have  atUMidid  nearly  every  city  cou> 
cil  meeting  >in<'C  March,  telling  alder* 
mer,  taoy  /oar  for  the  safety  oi  their 
children,  the  devaluation  of  their  prop- 
erty jnd  Ih1;  aesthetics  of  the  area* 

"We  don't  mind  the  school  at  all," 
said  one  resident.  "But  all  of  a  sudden 
they  want  to  blow  It  up  to  an  apart- 
nieni  bjildlng  That's  what  we  object 
to." 

Clcjfbrook  and  officials  of  the  Sub- 
urban Townships  Ass:i.  for  the  Retard' 
ed,  a  group  of  parents  with  mentally 
retarded  children,  have  sa:d  they've 
spent  sU*years  looking  for  a  site  be- 
fore settling  on  Clearbrook 's  property. 

DAN  KUMOWSK.I,  a  invruber  of  the 
ho  meow  n  era'  group,  said  the  focus  of 
the  dispute  has  elungcd  somewhat 
over  the  past  few  weeks. 

"We're  still  cballrtiglng  Clearbrook, 
but  we're  not  attacking  them  ny« 
more,"  he  said.  "Wc'ro  fighting  thu 


loning  ordinance  n«jw  "  \ 

Thi:  homeowners  won  one  decision  in 
the  course  of  events  fcbon  C!"jrbrook 
uffinals  d. titled  against  scckJig  uvJus* 
trial/commcmal  tenm*  and  'ull  ',uy 
within  its  .current  residential  toning 
But  Clearbrook  could  still  build  the 
sairc  facility  ill  it  receives  k  special 
us<;  pcrnut  because  its  twosiory  plans 
.would  i;ot  violate  any  roaidentia!  ordi' 
nances, 

A  neighborhood  slinky  C'jnductcd  in 
April  by  the  homeowners'  gruup 
showed  more  than  75  percent  of  thu^e 
contacted  against  the  plans  for  the 
home. 

If  the  Special  Zoning  Commission 
comes  to  a  decision  Tuesday,  the  city 
council  b  likely  to  lake  the  matter  up 
for  consideration  at  Its  ocil  council 
meeting  on  Juno  10. 

The  p'jbhc  hearing  begins  at  8,pm. 
in  council  chambers  at  the  city  hall, 
jGOOKirchoffltd. 
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CHAHLCO  H.  P&nCY  >s         chica«o  amcz, 

ILLINOIS  1M  SoulH  t(Vi«>H  StuICT 


UlCuifcb  ,5>fttta&  ^&eurt(tf 


January  11,  19&4 


Msi,  Mary  1£,  FeUlsien  '  * 

Director  oC  Development' 

Ciearbrook  Center  Foundation  *  ™- 

3201  West  Campbell  Street 
Rolling  l^aJows,  Illinois  00008 

Dear  Ms.  Feldsien:  / 

I  would  like  very  much  to  comnend  you  and  the  staff  and  board  of  Ciearbrook 
Center  on  the  very  fine  job  you  are  doing.   .Clearly  your  twenty- eight  year 
record  speaks  fcr  itself.  , 

Ciearbrook. Center  offers  an  invaluable  service  to  the . handicapped  of  all 
ages  in  the  nortliwest  suburban  camunities  of  Chicago,    I  urn  especially  . 
pleased  to  learn  of  the  new  residence  facility  you  have  planned.  Facilities 
of  this  type  acconplish  a  great  deal  in  allowing  their  residents  greater 
independence  and  access  to  a  wide  variety  of  conmunity  activities  with  far 
more 'opportunity  to  ultimately  take  their  place  in  the  work  force.    At  the 
same  time,  the  costs  to  the  taxpayer  'are  about  half  what  they  would  be  in 
a  state  institution. 

T  am  also  impressed  by  the  fine  grassroots  support  you' have  received  front 
organizations  and  individuals  within  your  cctnamity  and  the  support  you  are 
receiving  f rom  many  of  the  nation's  top  foundations,    Ihis  is  clearly  a  fine 
endorsement  of  ^our  Center.    I  wish  you  continued  success,  '  t 


Sinceri 


harles  H.  Percy 
United  States  Sen 
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PHILIP  M.CRANE 


WAYS  AND  MEANS 
COMMITTEE 


OVINUQHT  £ 
HfMTH 

•octM.  iicumiv 

; 


^  oiiurew  of  tfje  ainfteb  fttate* 
fcome  ot  Sfcepreae  rttattbetf 


fc»?<>  10)1 

Ww.MttQH.  DC.  Mil 

DAVID  J  Ai-LCN 
tt)l-mi»T»Af  IVt  iftfltTAMT 

fear*  101 
MM  tour*  HP)  W«j>  « 
AMJMtnx  HikixtI,  llx»*»»« 


Mcobors  o^f  the   Tilth  Cong  r  c  ns  I  o  na  lt  D  i  u  ts  »  v  t 

President  Re. man  and  the  mcmber^aX^X.On»3LI-«3.9  i*r*  highly 
oncoui<n«!d  by   the'bualncsa  &r*&  vo  1  un  ta  r  y'  commi  tmen  t  in  tho 
Local   aronuy  for  support  of  social   service  oryani  aa  t  ions . 
Clearbrook,  Center   for  the  handicapped   I S|  currently  -serving 
)20  mentally   retarded  and  physically  impa  i'rod   i  ndry  idua  1  s  in 
13  different   progr  am;.  >th  r  oughout  the  Nor.thwe'st  Suburbs  of 
Chicago.     Ground  breaking  ceremonies  for  Clearbrook  Common?, 
a  90  bed  intermediate  can:  residential  e'enter   for  mentally 
retarded  adults,   was  held   in  Rolling  Meadows,  Illinois 
during  early  September  1983,   paving   the  way   for  a  homo  that 
will  keep  our   handicapped  citiz-ens   in  the  community  where 
they   function  *best  and  bring  others*  out  of  state   ins  ti  tut  lone . 
It  will  operate  under  the  -concept  of.  Normalization,  the 
principle  of   helping  de ve lopme n tal 1 y  disabled  individuals." 
obtain  an  existence  as  close  as  possible   to   the  norms  and 
patterns  of   society's  mainstream. 

\ 

Recent  studies  of    t  he  Yeog  raph  ic  area  show  a  la£cje  demand 
for   residential  flerviccs\for   the  d e ve 1 opmen ta 1 ly  disabled. 

Clearbrook  has  ai ready  receded  ^5  application  requests  for 
the  90  bud   facility.     The  de ve\lopme n ta  1 1  y  disabled  adult  in 
need  of.  this   aervLca  who    irt  preVently  living  at  home,  has 
aging   re  lat  i  ves  .who  at  som*.  point\will  not  be  able   to  care 
for  his/her    needs   and  would  1  i  ke  -  a  re  s  iden  1 1  a  1N  pla  cerne  n  t 
within   the  community. 

-^Economical  ly   the  Mentally  retarded  can  be  cared  foj:  with 
greater,  quality  and  efficiency   in   the  community.  Nationally, 
efforts-  are   under  way  to  bring  the  mentally   retarded  citizens 
out  of  'costly  state   institutions  and  back  to   their  local 
1  areas  where  many  more  op"por  t'u n  i  t  ic-is  Are  available. 

i  wish  to  encourage  and  urge  all'  of  you   to  support  the 
Clearbrook  Commons  project  in  any /Way'  possible ,  financially 
...or, as  a  volunteer,   and  to  get   to  know   this  organization 
which  has  provided  quality  car?  for   the* hand icapped  for  the 
past  28  years. Its  growth  and-  Us  progress  depend  on  your 
ana  i  stance.    Daniel   Krause   1226",  Koger   Rd .  Woodstock,  111. 
G0008 


Crane,    M  .  C  .■ 
lllin"i>;   12th  Congressional  DifUiic-. 
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706  LINDEN  AVENUE 


Mtrty  Pt*U,  Ch9irm$n 
Pfton*3SMH1  - 
Jun  CarHn,  Co-Cfi§km§n 
PhOft*  4744441 

mdttlt  dulltvtn,  S*cr*t$ry 
J*hOfw:  B34  -2S20 


VO/CE  OF  THE  RETARDED 


ELM  HURST,  II 60126 


^ ORGANIZATIONS  ASSOCIATED  WITH  VOICE  OF  THE  RKTAKDKD 


111  MtrOUMlt*.  TtMiwH 


Little  City  Foundation  . 

The  Lambs  » 

/ 

Brother  James  Court 

Clearbrook  Center  for  the  Handicapped 
Dixon  Association 
Glenkirk  Association 
Countryside  Center 
Good  Shepherd  .Manor 
Heppiday  Center 
Howe  Center 
{  Beverly  Farws, 
Ada  McKinley 

Kankakee  A3sn.  for  Mentally  Retarded 

Lincoln' Association 

Ludeman 

Meadows  Association 
Mount  St.  Joseph  Association 
Misericordia  Association 
Murray  Parents  Association 
New  Horizon  Center 

Parents,  Assn.   for  Handicapped  Children 
Riverside  Foundation  r. 
St.-  M&ry  of  Providence 
Suburban  Townshi;.  for  the  Retarded 
Waukegan  i)eve  iopmental  Center  • 
Fox  Center 
Auguutana  Center 

^rove  Schooi 

ft 


Palatine ,  Illinois 
Liberty vi lie ,  Illinois 
Springfield,  Illinois 
Rolling  Meadows,  Illinois 
Dixon,  Illinois 
Northbrook,  Illinois 
Barrington,  Illinois 
Arlington  Heights,  Illinois 
Home wood ,  1 1 1 i nois 
Chicago,  Illinois 
Godfrey,  Illinois 
Chicago ,  Illinois 
Kankakee ,  Illinois 


tolling 'Meadows n  Illinois 
Lake  Zurich,  Illinois 
Chicago,  Illinois 
Albers,  Illinois 
Chicago,  Illinois 
Hanover 

Mundelein,  Illinois 
Chicago,  Illinois 
Mt.  Prospect,  Illinois 
Waukegan,  Illinois 

Geneva.  Illinois 

\  I 

Evanston ,  Illinois 
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STATEMENT  OF  SISTER  BARBARA  E1RICH,  DIRECTOR,  COMMUNI- 
TY RESOURCE  CENTER  FOR  THE  DKVELOPMENTALLY  DIS- 
ABLED, INC.,  BRONX,  N  Y. 

Sister  Barbara.  Qood  afternoon.  r 
'^i^amthe  director  of  the  Community  Resource  Center  for  the  Dej 
velopmSfttally  Disabled  in  New  York  City.  Our  agency  was  formed 
in  a  direct  response  to  the*  Willowbrook  consent  judgment  which  rd* 
quired,- among  other  things,  the  development  of  least  restrictivdj 
settings  possible  for  individuals  who  were  part  of  the  class  member- 
ship. t  \ 

We  presently  are  operating— or  have  operated  up  untii  today- 
four  separate  residenc  es  for  individuals  who  have  complex  physical 
involvement  and  medical  management  needs.  Today  we  are  open- 
ing our  fifth.  We  have  opened  the  fourth  and  fifth  house  for  per- 
sons- who  have  been  diagnosed  and  categorized  as  individuals,  with 
high-risk  problems  for  neuromotor,  respiratory,  arid  seizure  disor- 
ders. These  individuals  had  spent  several  years  within  a  hospital' 
setting.  These  folks  have  done  very,  very  well  within  the  communi- 
ty. .   .  ?/' 

The  first  two  houses  we  opened  have  individi  als  who  came  from 
the  bacjc  wards,  Senators,  the  back  wards  of  institutions— individ- 
uals .who  were,  declared  to  be  "profoundly  retarded"  or  "severely 
/  retarded."  Two  of  these  young  folks  are  right  here— Marcus  Pagan 
arid  Veronica  Ward  are  with  us  this  afternoon,  evidence  that  there 
/is  great  growth  \that  can  occur  with  folks  if  they  are  in  a  normal, 
natural  setting  ^nd  a  small  group  setting.  They  have  done  excep- 
tionally well,  and  so  has  the  staff  and  the  Community  itself. 
Thank  you.  / 

Senator  Durenberger.  Thank  you  very  much,  Sister. 

Mr.  Brocato,  and  Sister  Antoinette. 

[Sister  Barbara  Eirich's  prepared  statement  follows:] 
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\  x       TESTIMONY  SUBMITTED  TO 
\  t 
UNITED  STATES  SENATE  COMMITTEE  ON  FINANCE 

Subcommittee  on  Health 

[February  27,  198^ 

In  Support  of  ff  S-2053 
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Sr.  Barbara  Eirich  ~  ^ 

Communiiy^-Resource  Center  . 
r.  -  '  ""'     *for  the 
De,^lopTnentally  Disabled,  Inc. 
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SUMMARY  OF  MAJOR  POINTS  OF  TESTIMONY  '. 
by  Sr.  Barbara  Eirich  before 

UNITED  STATES  SENATE  COMMITTEE  OF  FINANCE 

^   Subcommittee  on  Health  "^-^ 

February  27,  \<#k  X 


MAJOR  POINTS 


1.  Ownership  as  referred  to  in  this  testimony  occurs  at  a  fairly  high 
frequency  in  small  residential  community  based  settings.  Ownership 
in  this  concept  has  the  following  characteristics:    closeness  of  * 

v  relationships  between  staff  and  residents,  and  among  the  residents 
which  is  exhibited  in  the  knowledge,  respect,  care,  concern  and 
interest  in  each  other;  an  interest  in  maintaining  the  residence 
as  neat,  clean  and  homelike  as  possible;  the  possession,  use  and 
.  pride  in  ownership  of  personal  possessions  .of  the  residents  clothing, 
radios,  pictures,  etc.-j  a  closeness  of  staff  to  resident  to  such  an 
■  ^extent  that/ an  early  detection  of  an  illness  or  seizure  is  noticed 
in  the  slightest  change  in  appearance  or  behavior;  the  staff 
demonstrate  a  sincere  willingness  to  adopt  policies  and  procedures 
that  enhance  the  rights  and  safety  of  the  residents;  a  general 
sense  of  advocacy  for  and  an  expectancy  of  development  of  each 
resident  by  the  staff;  and  a  sense  of  belonging  in  the  community. 

2.  Individuals  ..who  have  complex  medical  or  medically  related  needs  can 

.live  in  small  group- settings  in  the  community  with  appropriate  supports. 
**  . 

3.  Generic  medical  services  have  been  and  are  available  in' the  community 
for  individuaJ^p  redo  miner,  t'ly  children,  adolescents  and.  young  adults 

■  who  have  multiple  handicapping  conditions  who  are  living  in  the 
•community. with  their  families. 

*K      Medical  services  are  obtained  more  rapidly  in  small  settings,  as  the 
staff  are  attuned  to  notice  the  slightest  change  in  a  resident.  Since 
there  are  fewer  persons  in  the  setting,  there  is  greater  knowledge 

i         about  each  resident. 

5.  The  quality  and  spectrum  of  medical  services  are  better  in  the 
community.  It  is  rare,  to  hear  of  advocacy  for  medical  service 
within  an  institutional  setting.  * 

6.  Families  would  like  to  have  their  children /family  members  placed  in 
small  group  settings  near  their  own  homes. 

7.  Community  residential  programs  can  be  developed  and  monitored  for 
quality  of  service  with  fewer  regulations  than  the  current  Intermediate 
Care  "Facility  for  the  Developmentally  Disabled  ICF'/dD  regulations. 

8.  Small  residential  settings  for  individuals  with' multiple  medical, 
management  problems  cost  less  than  hospital  care,  and  in; many  cases 
will  cost  lens  than  the  large  congregate  care  institutions  for  the 
dovelopmontally  disabled, 

9.  Since  physical  integration  is  a  pre-requisite  '■.■•>  social  integration, 
>  it  is  imperative  that  individuals  who  have  speci  'l  needs  remain  in 

the  community  to  retain  the  level  of  integration. 
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"The  Community  Resource  Center  for  the  Developmental  ly  Disabled,  Inc, 
is  a  private,  not- for-profit  organisation  formed  to  provide  residential 

V 

settings  for  individuals  with  complex  medical  or  medically  related  problem 
associated  with,  or  due  to  the  effects  of  one  or  more  developmental 
disability.    The  agency  presently  sponsors  four  separate  residential 
settings  in  the  South  Bronx,  and  East  Harlem  areas  of  New  York  City,  j 
We  are  planning  to  open  a  fifth  residence  in  late  February,  19*&.  Each 
residence  has  been  planned  to  provide  home  for  a  small  group  of  persons  , 
in  an  effort  to  retain  a3  much  of  a  homelike  atmqsphere  as  possible,  1 
Tour  of  the  five  residential  settings  haye  six  residents,  and  one 
setting  has  ten  residents.  ' 

."I  have  been  involved  as  Director  with  this  particular  service  since  ; 
its'  inception  .in  1976.    I  have  seen  our  residents  change  as  they  moved 
from  large  congregate  care  developmental  centers  and/or  acute  care 
general  hospitals  into  the, smaller  homelike  settings.    We  have  been 
successful  in  retaining  staff  in  each  of  the  residerfces  which  we  attribut 
to   the  fact  that: there  is  ample  opportunity  in  each  day  ^or  each  staff 
member  to  interact  with  our  residents  as  family  members; /the  staff  are 
given  on-going  training  to  assist  them  to  handle  the  needs  of  our 
residents;  and  last,  but,  perhaps  most  important,,  is  the  fact  that  our 
staff  and  residents  alike  have  an  attitude  of  what  I  would  call  ownership 
within  the  small  group  setting. 

The  qualities  that  I  use  to  define  this  ownership  in  the  community 
are  as  follows t    a  respect  for  the  dignity  of  each  person  regardless  of 
his/her  ability?  .a  closeness  of  relationship  between  staff  to  residents/, 
and  resident  to  resident  that  is  exhibited  in  greater  knowledge,  reopegty 
care,  concern  and  interest  in  each  other j  an  interest  in  maintaining 
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the  home  as  a  homo,  and  art  effort  to  keep  it  neat  and  clean  while  it 
is  being  lived  in,  used  anrt  somotimes  abused;  an  encouragement  by  the 
staff  of  the  residents  to  obtain,  retain  and  use  personal  possessions 
lmcAi  ;ui  clothing,  i*adios,  clocks,  watchoa,  games,  etc,;    a  closeness 
that  produces  a  deep  concern  when  one  of  the  follow  residents  or  staff. 
;is  ill  or  suffers  from  the  death  of  a  loved  one;  a  closeness  of  staff 
to  resident  to' such  an  extent  that  an  early  detection  of  an  illness 
or  seizure  is  noted  by  £ho  slightest  chango  in  appearance,  or  behavior; 
staff  demonstrating  a  willingness  to  adopt  policies  and  procedures 
that  enhance  the  rights  and  safety  of  the  residents,  and  will  participat 
in  the  development  of  theso  policies 'and  procedures  should 'an  accident 
or  incident  occur  that  had  negatively  affected  a  resident ;  a  general 
sense  of  advocacy  for  the  residents  by  tho  staff  in  obtaining,  medical 
core,  education  .and  day  training  services ;  an  air  of  expectency  that 
our  residents  will  develop  greater  skills  and  socially  acceptable  \ 
behaviors;  and  there  is  a  sense  of  belonging  in  the  lojal  community, 
I  would  venture  to  say  that  most  of  us  learned  these  qualities  from  our 
own  families  in  small,  settings*.    Most  of  us  do  not  live  with  20  -  40  - 
50  -  100  or  more  persons  as  one  single  family  unit.    Larger  congregate 
nettings  are  not  natural,  and  because  of  that  fact,  the  qualities 
attributed  to -ownership  as. mentioned  above,  do  not  develop  to  the 
fullest  potontiaJ/in  the  larger  sottinga.    This  statement  does  not  mean 
that  there  is  a  lack  of  these  qualities  within  the  individual  3taff 
members  within,  a  largft  congregate  setting.    Ownership,  as  I  perceive  it, 
doer,  not  achieve  full  maturity  within  the  -large  congregate  care  facility, 
tump  I y  becauso  of  its  unnatural  size. 
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When  1  ankod  one  of  our  rotiiclent^  what  ho  thought  would  bo 
important  bo  tell  people  about  the  differences  he  found  in  his  present 
hqjjiuj  and  .tfillowbrook  State  School,  ho  said  "the  people  here  are  nicer... 

the  food  tastes  good   I  have  my  own  c lather;,  radio  and  gamoo..... 

I  have  friends,..,.  I  go  to  school  (program).....  1  like  to  talk  to 
the  neighbors,.,.  1  like  it  hero.'..".    This  was  shared  by  a  young 
man  who  is|now  23  years  of  age,    When  we  picked  this  young, man  up  at 
tfi^lowbrook  seven  (?)  years  ago,  he  was  diafc.iosed  as  functioning  on  a 
lowvlevel  of  severe  mental  retardation,    .tfis  IQ  score  was  21,  He 
•  presently  demonstrates  greater  abilities  than  defined  in  197 6  within 
-the  institution,    The  psychologist  in  the  Institution  noted  in  1975 
in  thin  rocord, and  in  almost  every  record  we  received  t  the  need  for 


smaller 
Consent 
smaller] 


more  homelike  settings.    There  is  no  doubt  *t hat  the  Willowbrook 
Judgment  influenced  the  clinicians,  but  the  message  was  dear  - 
group  settings  enhance  development  of  relationships,  and  the 


development  of  yeople. 

Perhaps  the  most  significant  fact  that  our  agency  can  provide  is. 
that  individuals  who  have  oomplex  medical  management  needs  can  live  in 
small  group  settings  in  the  local  community  outside  a  hospital  or 
nursing  home /setting.    Individuals  who  are  physically  handicapped  and 
virtually  dependent  on  others  for  all  their  daily  living  activities 
jucn  as  folding,  dressing,  bathing,  mobflity,  etc,  not  only  can  survive, 
but  can  thrive  in  a  home  whether  it  J.s  located  in  a  free  standing  house 
*  or  in  an  apartment  within  a  50  -  150°  apartment  complex. 


\ 
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The  residents  Delected  for  our  residential  settings  have  complex 
medical  or  medically  related  needs.   The  staff  need  training  to  develop 
appropriate  positioning,  handling  and  feeding  techniques  to  meet  the 
needs  of  the  residents  so  that  these  functions'  actually  aid  rather  than 
inhibit  the  development  of  the  resident,    Each  one.  of  our  residents  have 
a  multiplicity  of  medical  or  medically  related  diagnoses  and  needs  which 
have  been,  for-  identification  purposes,  grouped  together  as  follow si 
developmental  -  mental  retardation  (mild  to  profound  retardation) j 
physical  disability  (severe  neuromotor  involvement  including  Gcolioais 
tiuo  to  the*  effects  of  cerebral  palsy);  respiratory  problems  (including 
asthma)  \  .  seizure,  disorders  j  gastrointestinal  problems  (including 
megacolon,  esopho£itisp  gastrointestinal  bleeding);  sensory  deficits 
(blindness,  deafness) j  behavior  management  ne&is  for  socially  unacceptable 
.  behaviors  (including  severe  self  abusive  and  sel£  stimulatory  behaviors)^ 
^dental  care;  and  nutritional  needs  (most  of  the  residents  are  on  special 
diets). 

We  have  been  successful  in  obtaining  good  primary  and  generic  health 
care  in  the  local  community.    These  services  have  been  available  to  the 
general  public,  and  have  been  made  more  accessible  and  available  to  the 
developmontally  disabled  since  the  implementation  of  thb  Eduoation  Aot 
of  1975.    Many  children  who  might  haye  been  placed  in  institutions  for 
the  mentally  retarded  due  to  the  lack  of  educational  and  other  support 
services  prior  to  1975»  a*e  still  living  at  home  with  their  families. 
They  are  currently  receiving  medical  services  in  the  local  community. 
It- is  reasonable  to  expect  that  these  services  would  continue  to  be 
available  to  individuals  living  in  small  group  settings. in  the  community. 

During  the  past  sevon  years,  I  have  received  over  100  referrals  from 
families  who  heard  of  our  program  -  most  of  the  informal.!^;  was  passed 


\ 
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by  word  of  mouth  in  the  community.  Without  exception,  the  parents 
wanted  their  child  placed  geographically  near  thorn,  in  small  group 
homes. 

All  of  the  programs  sponsored  jy  our  agency  are  certified  by  the 
New  Yo^rk  State  Office  of  Mental  fle^ardation  and  Developmental  Disabilities, 
and  are  funded  under  the  Title  X%  Medicaid  Intermediate  Care  Facility  for 
the  Developmentally  Disabled  (idF/DD)  'program.    I  believe  that  good 


quality  residential  programs  c,an  be  provided  and  monitored  by  local  j 
authorities  with  fewer  regulations,    It  is  my  belief  that  the  Community 
and  Family  Life  Amendment*  c^ould  enable  the  development  of  residential 
services  with  fewer  regulations,  at  a  lower  cost  than  the  institutional 
ICF/dd"  program  / 

This  past  week  J  received  a  referral  from  a  social  worker  at  one 
of  the  city  hospitals/    The  data  'and  information  was  familiar.  The 

t     recurring  issue  tha:£  boggles  my-  mind-  is  the  fact  that  this  particular 
child  has  spent  twelve  consecutive  months  within  an  acute  care  hospital  - 

s   for  lack  of  a  home.    The  tax  payers  are  paying  over  $600.00  a  day  for 

her  care  -  a  level  of  care  she  has  not  needed  for  the  past  335  days.  .' 

This  child 1 s /heeds  could  be. handled  by^.the  family  with  sufficient 
**  / 

support,  or/ by  a  group  residence.    It  is  inexcusable  to  allow  such  a 
waste  to  cfccur  of  the  public  resources.    Here  again,  the  acceptance  and 
approval:  of  the  Community  -end  Family  Living  Amendments  of  1983  S-2053 

would  /enable  the  development  of  appropriate  services  at  a  fraction  of  the ' 

I  ■  1  i 

current  hospital  costs. 

/ 

It  should  be  noted  that  we  took 'six  individuals  from  Flower  Hospital 
in  1980  and  placed  them,  in  the -small  residential  setting.    The  hospital 
per  diem  at  that  time  was  over  $30Q»00,  while  we  received  approximately 
one  half  that  amount.    We  will  be  admitting  six  more  individuals  into 
a  new  residence  the  week,  of  February  27,  198^.    The  hospital  is  now 
receiving  over  $350.00  a  day  per  client.    Ke  anticipate  receiving 
approximately  one  half  that  amount.  **  ^ 


In  sum,  I  would. personally  like  to  see  the  Community  and  Family  . 
Life  Amendments   S-2053  moved  forward  for  approval  in  Congress.   It  ■  v*j 

is  an  amendment  for  families,  for  the  continued  development  of  people 
who  happen  to  have  very  special  needs.  .  - 


ERIC 


208  / 

STATEMKNT  OF  SISTER  MARY  ANTOINETTE /BARONCINI,  ADMIN- 
ISTRATOR OF  ST.  MARY  S  TRAINING  %CH0OL  FOR  RETARDED 

.  CHILDREN,  ALEXANDRIA,  LA.,  ACCOMPANIED  BY  DR.  MAURICE 
DAYAN,  MS.  MATHILDE  BRADFORD,  AND  THOMAS  BROCATO 

Sister  Antoinette.  Mr.  Chairman,  I  am  Sister  Mary  Antoinette 
Baroncini,  administrator  of  St.  Mary's  Training  School,  a  private 
nonprofit  intefmediate-care  facility  for  mentally  retarded  located 
*  in  Alexandria,  La.  I  am  here  representing  the  views  of  our  diocese 
and  Bishpp  Charles  P.  Greco,  founder  of  St.  Mary's  and  Holy 
Angels  Training  Schools. 

I  have  with  me  Dr.  Maurice  Dayan,  our  consultant  psychologist, 
Ms.  Mathilde  Bradford,  our  director  of  social  services,  and  Mr. 
Thomas  Brocato,  our  legal  counsel.  At  this  time  I  wpuld  like  to  call 
on  Mr.  Brocato  to  speak  in  our  behalf. 

Mr.  Brocato.  Mr.  Chairman,  I  am  Thomas  K.  Brocato,  counsel 
for  St.  Mary's  Training  School  and  a  member  of  Governor-elect 
Edwin  Edwards'  Select  Advisory  Committee  oh  Mental  Retardation 
in  the  State  of  Louisiana,  and  I  represent  his  views  in  this  regard. 

Some  30  years  ago  in  the  State  of  Louisiana  the  need  for  residen- 
tial care  of  the  mentally  retarded  became  a  primary  concern  of 
many  of  the  members  of  our  community,  and  most  notably  then- 
Bishop  Charles  Greco,  who,  as  the  result  of  his  concern,  recruited 
the  congregation  of  Our  Lady  of  Sorrows  from  Italy  and  brought 
them  to.  America  to  provide  this  care. 

We  did  not  have  funding  of  any  sort  other  than  donations  and 
some  grants  at  that  time. 

Now,  we  have  several  oppositions  to  this  bill,  the  first  being  that 
we  are  opposed  to  the  notion  that  an  en  masse  predetermination  is 
going  to  be  made  that  all  mentally  retarded  clients  will  be  placed 
into  the  community  regardless  of  their  degree  of  retardation  and 
without  a  professional-  determination  of  whether  or  not  such  is  ap- 
propriate. 

We  have  had  instances,  and  experience  has  taught  us  in  the  past, 
that  there  is  recidivism,  there  are  abuses  which  occur,  and  that 
these  can  be  minimized,  and  that  in  some  cases  institutional  care  is 
better  for  some  individuals  than  not. 

In  our  view  the  bill  does  not  or  will  not  result  in  a  saving  cf 
money  for  the  Federal  Government,  because  our  understanding  of 
it  is  that  the  numbers  of  persons  who  are  presently  in  the  commu- 
nity who  are  retarded  but  who  cannot  get  Federal  fUrtds  will  bs 
able  to  come  in  under  this  bill  and  be  funded  in  community  set- 
tings. 

We  also  would  like  to  point  out  that  not  all  institutions  such  as 
the  institutions  which  were  used  for  the  studies  to  show  that  se- 
verely and  profoundly  retarded  could  prosper  in  a  community  set- 
ting—the facilities  that  they  came  from  previously  were  not  of  the 
caliber  that  ours  is  and  were  not  of  the  caliber  that  exists  in  the 
States  presently.  There  was  a  different  situation  in  those  previous 
years.  1  ,  r 

We  are  not  opposed  to  community  living  as  an  option;  we  support 
a  full  array  of  services.  We  want  to  make  that  point  very  clear.  We 
think  that  the  community  home  has  definitely  has  a  place  in  the 
care  and  treatment  of  the  mentally  retarded  in  this  Nation.  How- 
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ever,  we  are  definitely  opposed  to  the.  lack  of  choice,  freedom  of 
choice,  for  the  families  of  the  retarded  individuals  and  of  the  pro- 
fessional input  to  make  those  choices  as  to  the  appropriate  setting* 
For  thpae  reasons,  we  would  ask  that  the  bill  oe  unfavorably  re- 
ported. 

Senator  Durenberger.  Thank  you  very  much.  We  let  you  go  a 
little  longer  because  Senator  Long  just  couldn't  be  here;  he  was 
tied  up  somewhere  else.  Half  the  State  of  Louisiana  must  be  here, 
so  he  regretted  not  being  able  to  come  down. 

Mr.  Brocato.  Thank  you,  Senator. 

[Mr.  Brocato's  and  Sister  Mary  Antoinette  Baroncini's  prepared 
statement  follows;] 
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ST.  MARY'S. TRAINING  SCHOOL  STATEMENT  OF  OPPOSITION  T0\ SENATE  BILL  12053 
BY  THOMAS  K.  BROOTO,  ATTORNEY 
FEBRUARY  27,  1984 

♦  I  .an  ThoTias  K.  Brocato,  legal  counsel  for  St.  Mary's  Training.  School ,  a  prl-/ 
vjte,  r.yn-profit,  intermediate  care  facility  for  the  mentally  retarded,  locate^ 
in  Alexandria,  Louisiana. (    I  am  also  a  member  of  Governor-  Elect  fidwin  Edwards 

,         i-  • .  '  ■    '  '        "  \  ■ 

...  select  advisory  committee  on  mental  retardation  in  the  State  of  Louisiana,  With 

*  •  t> 

me   is    Sr,    M.   Antoinette   Baroncini ,    Administrator   of  'St.    Mary's,    Ma'thi  lde 

!  ■ 

Bradford,  Director  of  Social  Services  at  St.* Mary's,  and  Dr.  Maurice  Dayan, 

Consul tinq  Psychologist  for  St,  Mary's.  #  , 

We  appear  before  the  Committee  to  voice  our  opposition,  and  the  opposition 
1  \ 
rf  tun  nconinq  Administration  of  the  State  of  Louisiana,  to  Senate  Bill  #2053, 

Dy  Senitur   Znafj&i      I   h3ve  specifically  been  authorized  by  Governor  E lect 

cdw-ird^,  to  sjawk  in  this  regard, 

The  effect  of  this  measure,,  if  enacted  into  Tav?7-*wi11  be  the  extinction, 
njUmn  lj  to.  J5'  years,  .of  all  intermediate' care  facilities  having  a  capacity  of 
more  t f.ar.  fifteen.  Institutionalization  will  no  longer  exist  as  a  residential 
lining  ipti'vn  for  a'iy  person,  no  'natter  how  profoundly  retarded  or  disabled. 
Tn'j  r.jit  not  happen,  - 

W'w-  j.-e  not  opposed  to  the  connjoity  living  concept  as  an  option  for  the  men- 
tally  r,»tardpfj,  and  we  com;»nd  the  Senate's  efforts  to  devise  a  federal  funding 
mechanic  specifically  for  the  "group  home"  concept.  However,  elimination  of 
the  ins'- >  tut  tonal  izat  ion  *opt  ion  will  visit  an  incalculable  harm  on-  the  entire 
mental  retardation  community  of  this  nation;  and  more  importantly,  will  forever 
cheat  those  mentally  retarded  citizens  who  best  prosper,  in  an  Institutional 
setting,  of  their  inalienable  right  to  realize  their  fullest  potential  and  hap- 
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pihets.  Likewise,  the  families  of  these  citizens^will  forever  be  cheated  of  the 
peace  of  nind  that  when  they  are.  gone,  their  special  child  will  be  cared  for  in 
•an  institution  of  proven  stability,  longevity  and  quality.  ) 

4  , 

.Finally,  assuming  that  one  decade  hence,  society  is  inundated  with  retarded 
citizens  for  whom  community  placement  "  is  inappropriate,  abuses  of  the  mgst 
heinous  sort  will  befall  these  persons.  The  societal,  cost  of  dealing  with  these 
abuses  and  the  expenditure  of  community  resources  to  address  and  eliminate  them 
will  ma<e  the  cost  of  institutional  i za t ion  seein^  a  bargain,  ijj  terms  of  both 
money  and  humanity.  However,  the  bargain  will  no  longer  be  available',  because 
the  institutions  will  rfo  longer  exist. 

Our  facility,  and  all  other  public  and  private  facilities  of  our  state  main-* 

tain  a  "l^ast  restrictive  environment"*  concept,  in  accordance  with  the  Title  XIX 

r     *A        V  / 

philosophy.  Many  of ~  us  have  for  years  advocated  and  Implemented  a  program  for 
coi.ununity  placement,  on  a  voluntary  basis,  where  appropriate.  However,  much 
careful  thought,  planning  and  review  is  spent  in  making  a  determination  of 
whether  a  community  placement  is  appropriate.  \ 

Senate  Bill  #20*53  elrmipates  individual  consideration  of  e^ch  case,  and 
instead,  makes  an  En  Masse  legislative  prederminat ion,  which  in  manXcafes  will 
adversely  affect  the  purported  beneficiary,  -his  or  her  family,  and  society  in 
general.  For  these  reasons,  and  for  the  reasons  to  be  more  fully  discussed  by 
my  associates,  we  are  opposed  to  Senate  Bill  #2053  and  ask  that  it  not  be 
favorably  reported.  .     
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ST.  MARYJS"  TRAINING  SCHOOL  STATEMENT  OF  OPPOSITION  TO  SENATE  BILL' #2053 

"    BY  MAURICE-  DAY  AN,  Ed..  0.\  CONSULTING  PSYCHOLOGIST  # 

FEBRUARY  27,  1984 

•  * 

I  am  Dr\  Maurice  .Dayan,  consulting  psychologist  for  St.  Mary's  and  Holy  Angels. 
I  have  almost  thirty  years  experience  in  mental  retardation  and  provide  psycho- 
logical services,  to  community  homes  as  well  as  residential  facilities. 

I  wo-jld  lue'to  give  some  factual  reasons  why  we  are  opposed  to  Senate-  Bill 
#2053  as  written. 

1.  First  of /all,  historicafly,  only  3-4%  of  the  mentally  retarded  have  needed 

and  have  been  served  by  residential  programs  and  need  Title  XIX  *ICF  funding. 
*  .  ..  ~  * 

Senile  Bill   #2053   as   present lyf  written  •  would -open  the  door  and  develop 

*  .* 
dependence  on  the  Federal  dollar  for  a  large  number  of   the  %\  who  pre- 

*.  . 

viously  have  not  been  served.     Title  XIX  I CF -MR  would  no  longer  be  a  "inost 

in  need0-"  last  resort"  funding  pf^gr^iTi.  4 

2.  With  the  improvement  of  medical  care,  the  numbers  of  severely  and  profoundly 
retarded  are  increasing  because  of  an /increase  in  their  1  i f e (TunTi val  rate. 
Ac>  a  result  there  are  a  larger  number  of  medical -at-risk  individuals  who' 
need  constant  medical  care  and  supervision.  This  medical  care  is  not  pre- 
sently readily  available, In  the  community  and  an  increasing  number  of  physi- 
cians are  refusing  to  accept  Medicaid  patients  in  the  community,     i  " 

3.  (here  presently  is  a  dire  shortage  of  professionals  trained  in  working  with 
the  mentally  retarded.  The  dispersal  erf  the4  small  3*  of  the  mentally 
retarded  from  the  institutions  will  bring  Ibout  dispersal  of  f|ur  pro- 
fessionals who  t  1 1  be  spending  more  time  travel  ing  than  providing  pro- 
fessional services. 
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4.  Senate  Bill  #2053  advocates "  the  "Big  -is  Bad/Sma.U  is  Good"  position. 
Research  studies  suggest  this  is  a  gross  oversimplification.  Technical 
information  including  review  of  the  literature  can  be  provided  .  to  the 
Committee  upon  their  request. 

5.  Another  assumption  underlying  Senate  Bill  #2053  seems  to  be  that  life  in  an 

g 

institution  1s, bleak  and  sterile  and  th^at  life  in- the  community  will  be  more 
.  enriching  and  satisfying.  A  review  of  the  literature  clearly  indicates  that 
for  retarded  Individuals,  life  in  the  community  is  not  all  that  it  purports 
to  te.  '  While  we  can  force  physical  integration  oTTetcrdod  Individuals,  we 
cynnot  mandate  community  acceptance. 

6.  Senate  Bill  #2053  Implies  that  institutional  care  is  far  more  costly  than 
placement  in  a  community  based  resident.  „  When  more  accurately  compared 
(Community  Services/Room  and  Board  versus  Institutional  Placement/Full  Aray 
of  Services),  community  placement  Is  not  less  costly,  than  institutionaliza- 
tion. 

7.  Senate  Bill  #2053  takes  away  the  freedom  of-  choice  for  the  parents  and  fami- 

ly 

lies  of  the  mentally  retarded.  As 'parents  get  older,  they  are- concerned 
with  the  ongoing  security  and  care  for  their  children  in  the  inevitable 
event  i-'  the  parents  death.    Community  homes  have  yet  to  prove  stability  and 

/ 

viablluy.  / 

**  *- 

There  are  many  other  valid  points  tnat  can  be  made  in  opposition  to  t(ie  bill  1f 
time  were  allotted.  1  sincerely  hope  that  all  ramifications  of  this  legislation 
be  considered  before  a  judgment  is  ^e^idered  upon  residential  facilities. 


;.  BEST  CO  I: 
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Sr.  KArtY'S  TRAINING  SCHOOL  STATEMENT  OF  OPPOSITION  TO  SENATE  BILL  #2053' 
BY  MATHILDE  BRADFORD,-  DIRECTOR  OF -SOCIAL  SERVICES 
FEBRUARY  27%  I9ft£ 

I  am  Mathi Vde  Bradford,  Director  of  Social.  Services  at'St.  Mary's  School  for 
Retarded  Children,  and  would  like 'to  speak  in  opposition  to  the  Chafee  Bill  for 
several  reasons."  ■  F  1rst'»^through  phasing  out  residential  care,  this  bill  will 
deprive  parents  and  professionals  of  the  option  to  use  this  type  of  care  if  it 
l^fjflt  most  appropriate  for  a  particular  child  or  retarded  person.  We  need  an 
drrdy  of  services  for  the  mentally  retarded  including  both  community  based  care 
and  residential  care.  Parents  and  professionals  should  have  quality  residential 
care  as  an  option  to  consider  In  working  out  the  most  appropriate  plans  fqr  the 
retarded.  *This  type  of  care  has  already  proven  Itself  to  be  both  valuable  and 
effective.  Under  the  provisions  of  Title  XIX  (431.51)  parents  and  clients  have 
the  right  to  chdte  and  obtain  services  from  any  qualified  Medicaid  provider  but 
if  residential  care  Is  phased  out,  they  will  be  deprived  of  their  . right  to 
freedom  of  .choice  in  regard  to  securing  residential  care  for  their  loved  ones. 

ft  would  indeed  be  tragic  If  one  type  of  care,  i.e.,  community  based  care,  Is 
overemphasized  at  the  expense  of  residential  care  to  the  point  that  residential 
care  would  disappear  and  no  longer  be  a  viable  resource  for  consideration  in 
making  appropriate  Individual  care  plans.  Should  this  happen  and  residential 
care  and  institutions  are  lost,  they  will  be  lost  forever  and  will  not  come  back 
for  the  amount  of  money  needed  to  reestablish  such  facilities  1s  not  likely  to 
be  forthcoming  in  \he  future.    We  will  be  throwing  out  the  baby  with  the  bath  If 


220 


215 

we  dispose  oj  residential  facilities,  Quality  care  can  be  give*  to  the  mentally 
retarded"  in  a  number  of  ways  and  quality,  individualized  residential  care  4^one 
of  these  ways.  It  has  been  said  that  a  rose  is  a  rose  is  a  rose,  but  we  cannot 
say  that  a  child  is  a  child  is  a  child,  Children  have  different,  varying  needs 
depending  upon  their  particular  capacities  and  we  must  continue  to  be  able  to 
utilize  an  option  of  residential  care  when  this  seems  indicated  as  most 
appropriate,  We  must  hava  a  variety  of  resources  to  meet  a  variety  of  needs  and 
quality  residential  care  is  certainly  one  of  the  options  which  we  must  continue 
•  to  keep,  ,  * 
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YOUR  OPINIONS 

 LETTERS 

Helping  the  retarded  ^ 


Mettlrle 

1  am  the  mother  of  a  severely 
,  retarded  child 

Fortunately,  my  son  Kevin  Is  receiv. 
ing  eicettent  care  and  profeisional 
training  and  guidance  at  the  St  Mary's 
Training  School  for  Retarded  Children 
In  Alexandria. 

* 

It  Is  always  a  pleasure  for  me  to 
visit  my  son  at  this  wonderful  Institu- 
tion and  to  meet  with  the  dedicated 
and  competent  teachers  and  assistants 
who  do  such  a  marvelous  Job  with  the 
children. 

Sen.  John  Chafee  has  introduced  in 
Congress  Senate  Bill  2053  entitled 
"Community  and  Family  Living 
Amendments  Act"  If  this  act  passes, 
Medicare  funds  will  be  diverted  from 


such  Institutions  as  St.  Mary's  and  be 
given  instead  to  small,  famlly*alxe 
community  living  arrangements. 

I  believe  the  decision  on  what  ia  best 
for  each  retarded  child  should  not  be 
determined  by  a  legislative  act,  but. 
should  be  made  by  professionals  in 
the  field  of  mental  retardation  and  the 
parents  or  guardians  of  the  mentally 
retarded  individuals. 

We  don't  need  laws  that  would  with* 
bold  funds  from  facilities  such  as  St 
Mary**  when  eipertence  has  proven 
tha>tor  the  majority  of  retarded  chll- 
afferi  within  the  classifications  being 
bared  for  at  St.  Mary's  the  eipert  care 
'and  professional  help  these  unfortunate 
children  are  receiving  cannot  possibly 
be  equaled  by  the  type  of  care  being 
suggested  by  Sen.  Chafee. 


For  example,  the  autistic  children  at 
St'  Mary's  can  be  helped  only  by  pro- 
fessionals with  the  technical  skills 
required  to  help  inch  children  reach 
their  potential.  Such  children  would  be 
lost  In  the  kind  of  community  being 
suggested  by  Sen.  Chaise. 

I  would  suggest  to  Sen.  Chafee  and  to 
Sen.  Dave  Itarenberger,  chairman  of' 
the  subcommittee  on  health,  tha)  they 
visit  St  Mary's  Training  School  in 
Alexandria  and  tee  for  themselves  the 
loving  and  tofesslosa)  cart  that  these 
little  retained  clUsens  art  receiving. 
Then  I  j/ta  aure  they  will  no  longer 
advocate  the  passage  of  the  act  at 
issue,  which  will  eventually  lend  to  the 
demise  of  St.  Mary's  Training  School 
for  Retarded  Children. 

Cataxriae  A.  Ceneaaa 
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Conditions  in  Calif. 


Called  'Abusive' 


I       N.Y,  Times  News  Servke 

(JACRAMKNTO,  Calif.  -  A  state  conv 
jssion,  reporting  on  a  nine-month  inquiry, 
b  found  "abulia unhcallhful  unsafe  and 
baring  fondiltons"  in  California  com- 
[ally  care  f^ilUteUhat  house  the  elf 
(v.  WmehUUyll)  and  the  physically  dis- 
fud 

I  he  report  by  the  Commission  on  Cali- 
nia  Stale  Government  Organization  and 
onomy  calls  the  150,000  adults  and  thri- 
ft in  the  .stale's  22,000  licensed  com- 
nuty  care  homes  "California's  defense* 
s  citizens." 

ommunily  care  facilities  are  different 
m.  nursing  homes  tn  California,  which 
ise  more  residents*  are  mostly  for  the 
erly  and  are  more  closely  regulated.  Of 


the  ttOOO  community  eare  facility  18  m 
are  ucensetOur  sTx  or  fewer  resiucntsTtne 


Jn  Thursday,  Nathan  Shapell,  the  com* 
mission  chairman,  announced  the  findings 
of  visits  to  some  of  the  12,000  facilities,  say* 
ing,  "Some  residents  are  actually  Killed  in 
facilities  each  year.'* 

"We  found  that  dally,  throughout  this 
state,  residents  of  community  care  facili- 
ties are  being  sexually  abused,  beaten,  fed 
spoiled  food,  forced  to  live  with  toilets  that 
don't  work,  left  Unattended  and  generally 
subjected  to  a  demeaning  existence,"  he 
said. 

The  Stale  Department  of  Social  Services 
Is  to  prepare  an  analysis  of  the  re|K>rt.  A  de- 
partment official  said:  "These  type  of  fa- 


clllties  experten($jhe  same  problems  as. 
ffieftio  In  other  statesJVe  view  the  report 
AS  Ml  SUTTIlWfl for WTuii  we  are  doing  but 
what  some  types  of  changes  that  could  be 
done  by  the  Legislature," 

State  Assemblyman  Tom  Bates,  Demo* 
crat  of  Oakland,. chairman  of  the  Assem- 
bly's Committee  on  Human  service*,  and 
stale  Sen.  Henry  Melto,  Democrat  of 
Watervillc,  chairman  of  the  Senate  Sub- 
committee on  Aging,  said  they  planned 
hearings  on  possible  legislative  proposals. 

.  Shapell,  who  is  chairman  of  the  board  of 
Shapell  Industries  and  Construction,  told  of 
a  facility  tti  southern  California  whose  bed- 
ridden residents  were  found  lying  in  their 
own  excrement  and  of  a  Napa  County  fa* 
cility  operator  who  forced  a  resident  to 


have  sexual  relations  with  him. 

Shapell.  said,  "We  recognize,  of  coarse, 
that  many  facilities  provide  very  good  care 
to  residents  who  in  many  cases  are  ex- 
tremely difficult  to  handle." 

The  report  quotes  a  representative  of  the 
community  care  industry  as  saying,  ^ZbiL 
gpnflBlpja  ar#  far  more  seven*  Ihaaiivcx 

ex&ed  in  nMr*lf)B  hnm<,4;  1?i  Vt,1Lt  ?  :tft!°  r tt<s 
a  snake  pit  out  there." 

"California  government  is  faced  with  an 
enormous  task  in  overseeing  community 
care,"  said  Jean  Klndy  Walker  of  Modesto, 
a  commission  leader.  "Although  our  report 
only  addresses  the  elderly,  Hie  develop- 
mentally  disabled  and  the  mentally  dis- 
abled, foster  children  and  substance  abus* 
crs  are  a£u  parts  of  this  system." 
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LEST 'HE  RS 


Retarded  need  help 


New  Orleans 
\  I  vi«h  tpti:r.mfnd  you  for 
I  t>.c  Kit*:  from  CAlheriiw  A. 
f  :  .  km*  K tKc  retried  (Let* 
tc^.  .'an  22). 

I,  r«3.  Jim  i*.e  r :  :rt-r  of  a  retarded 
i  h*<  fcpcn  a  rt  * »<?cnt  of  Pine- 
era:  .cvte  S  In  rinevlUe  for  20 
i€:n  tVc:  t:t  j\>  rional  help  of  a 
£i  Scaled,  *  ell  fi. ricd  naff,  he  has 
r  -:■{■  i. l.'in'.'-.'Ji  irr.provt.Titnt  that 
vcild  n:-!  hivt  hfr.  p'.*mble  if  he 
vcrc  r*"5!  tlcrc  H:*'l:fe  has  teen  so 
mi:?.  f>:;;itr  art  K'.isfvfeg  tor*usft 
cf  t: .  :■«..:.    H  i-'  :*SfcK:r.g  there 

1  lt.  f"<i"'y  c  :  '*.'. i  \\  the  ;r:ro* 


durliorhqf  Sin  Ale  Bill  2053.  entitled 
Community  and  Family  Living- 
Amendment  Act.  If  this  bill  should 
piw,  Medicare  fu.nds  will  be  divested 
from  such  institutions  as  Pinecreit. 
ThtF  would  nxan  a  great  loss  and  ablg 
cutback  on  services  currently  offered 
ar.d  much  reeded 

Legislators  vjo  have  little  or  no 
l;r.(uterf£c  of  the  type  of  services 
ri-.-efed  for  ( ur  rc;^r^t*d  citi7er.$  are,  in 
my  opinion,  in  no  way  equipped  to 
nr. l,e  c'i-rifior.5  thai  should  be  made  by 
r:-frtrif r.als  in  the  field  of- menial 
reurda:ion  tnd  the  families  and 
y.,:.r£.LX  if     n^roi-d  individuals. 


Many  of  the  residents  at  Pinecrest 
would  be  totally  lost  in  an  environment 
ftutfttted  by  Sen.  Chafe*.  I  have  writ« 
ten  to  Sons.  Johnston  and  Long  Both 
Lave  promlred  whatever  help  will  bt 
possible. 

!  would  suggest  that  all  legislators, 
both  national,  state  and  local,  take 
time  out  of  their  busy  schedules  to  visit 
such  institutions  as  Pinecrest  or  St. 
Mary's  Training  School  for  Retarded, 
Children  in  Alexandria  and  see  first* 
hand  the  wonderful  services  these 
rett-rdf-J  citizens  are  receiving. 

Veronica  B.  HU1 
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5T.  HAM'S  TRAINING  SCHOOL  STATEMENT  OF  OPPOSITION  TO  SENATE  BILL  #2053 
BY  SR.  M.  ANTOINETTE  BARONCIfll,  ADMINISTRATOR 
FEBRUARY  27,  1984 


l.cn  Sister  Mary„.Ant dinette  Baroncini,  .Administrator,  of  St.  Mary'^  Training 
School,  a  private,  non-profit  intermediate  care  facility  for  the  mentally 
-rut-ardetHk>cate<Mn-  A  4exawJr-iar  Lou.i-siana. —    —   

I  Ain  here  representing  the  views  of  our  Diocese,-  and  Bishop  Charles-  P. 
Greco,  rounder  of  St.  Mary's  and  Holy  Angels  Training  Schools.  I-  have  with  me 
Or.  Xajrue  Oa,yan,  our.  consultant  psychologist,  Ms.  Mathilde  Bradford,  our 
Director  of  Social  Services,  and  Mr. 'Thomas  Brocato,  pur  Legal  Counsel.  At  this 
tine,  I  would  like  to  call  on  Mr.  Brocato  to'  speaK  in  my  behalf. 


i.  ii  •!  * ,  * .        "    rt  i  [[ 
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ST.  MARY '5  TKA-1NING  SCHOOL  STATEMENT  OF  OPPOSITION  TO  SENATE  BILL  #2053 
BV  THOMAS  K.  BROCATO,  ATTORNEY 
FEBRUARY  27,  1984 

I   am  Thomas  jc:  Br.ocato,  counsel  for.  St.  Mary' s,  Training  School,     I  am.atso  a 
member  of  Governor  Elect  Edwin  "Edwards  select  advisory  coirttnl  ttee  on  mental  retar- 
dation in  the  State  of  Louisiana,  and  I  nave  been  specifically  authorized  by  the 
Governor,  elect  to  jrepresefnt-.the  v.iews  of  -  the  -incoming  administration' ofl  this  bill, 
^we  oppose  this  .legislation,  for  the  fol lowing'  reasons.  As  a  result  of  this 

bill,  residential  living  in  larger  institutional  facilities  will  no  longer  exist  as 
an  option  for  the  mentally  retarded,  Community  living  options,  or  "group  homes"  will 
be  legislatively  pre-drtenr»Hed  as  appropriate  placement  for  all  mentally  retarded 
citizens,  regardless  of  the  degreeof  retardation  or  other  disability,  and  without 
c6nsidered  professional  and  famiilial  judgment  .of  whether  such  placement  Is 
appropriate  for  the  individual.  Experience  has  taught  us  that  In  many  cases,  even 
after  ■  considered  judgment  is  exercised,  community  olarpmpnf  proves  '  to  be 
inappropriate,  and  often,  detrimental  to'  the  well  being  of  the  client.  Assuming*  that 
one  decade  hence,  society  is  inundated  with  retarded  citizens  for  whom  community  pla- 
cement is  inappropriate,  abuses  of  the  most  heinous  sort  will-  befall.  The  societal 
cost  of  dealing  with  these  abuses  and  the  expenditure  of  community  resources  to 
'address  and  eliminate  them  will  make  the  cost  of  institutionalization  seem  a  bargain, 
in  terms  of  both  money  and  humanity.  This  bi  ll  has  been  represented  as  a 'money 

saver;  however,  historically,  only  a  very  small  percentage  of  the  mental ly  retarded 
have  been  served  In  institutional  settings.  Rather  than  -decrease  dependence  on 
federal  funding,  this  bill  will  open  the  way  for  many  individuals  not  previously 
obtaining  Title  t\t  support  to  do  so.  The  program  will  no  longer  support  only  those 
for  whom  it  was  or  Iginal  ly  .Intended;  that  is,  those  most,  in  need.  Irf  order  to 

truly  evaluate  the  fiscal  impact  of  the  measure,  one  must  consider  .that  Institutional 
care  1  ncjude'f'many  services,  which  in  a  group  home  setting  must  be  purchased  in  the 
community,  such  as  medical  care,  speech  therapy,  and  physical-  therapy.  Proper  care 
and  treatment  of  the  men^ajly  retarded  is  not  accomplished  by  merely  providing  room, 
board,  and  supervision,  ^any  jf  the  services  required  are  not  readily  available  in 


the  eociunity,    Decentralization  of  these  services  can  only  be  more  costly  and  less... 
efficient.     The  bill  assumes  that  all  mentally  retarded  citizens  will  reach  their 
highest  potential  only  in  a  community  setting.    'However,  studies  which  appear  to  sup- 
pod  this  notiun  should  be  viewed  cautiously,    Many""vanables  must  be  considered,  in 
aeter.ni -ling  the  validity  of  these  studies,  such  a'st'he  degree  of  retardation  of  the 
individuals  involved, as  well  as  the  quality  of  staffing  and  programming  of  the  Indi- 
vidual's previous  institutional  placement.    Life  in  a  modern  quality  faci 1 I ty  such  as 
ours  'is  not  a  bleak  and  sterile  existence.    Progress  In  normalization  and  developmen- 
tal ^rjdel  is  achieved.  we  are  .not  opposed -to  the  community  living  concept  as  a 
valudbl?  and  needed  option  for  the  mentally  retarded,  and  we  commend  the  Senator's 
effort^  to-  devise  a  Federal  funding  mechanism  specifically  for  the  "group*  home". 
How*v3f,  institutions  should  not  be  eliminated  simply  because  community  living  is  a 
/aluati'j?  r.o»  inn'.    Thpr'p  is,  and  ^Viv^  aiU  np  I  nnnf1  fpr  hn*h — extinction  of  insti- 
^  tut  ions  -4(11  visit  an  incalculable  harm  on  the  entire  mental  retardation  community  of  ' 
this  nation  which  has  spent  nany  hours  and  dollars  in  developing  qual 1 ty  programs  and 
facilities  for  the  care  of  the  nentally  retarded.     It  will  deprive  those  mentally 
retarded  citizens  who  best  prosper  in  an  institutional  setting,  of  their  inalienable 
rignt  to  realise  their  fullest  potential  and  happiness.    Likewise,  the  families  of 
these  citizens  will  forever  be  deprived  of  the  peace  of  mind  that  when  they  are  gone., 
^TeTr  spec ~i~a"c h i  1  d ,  or   loved  one,  will  be  cared  for  in.  an  Institution  of  their 
choosing,  with  proven  stability,  longevity  and  quality.    Many  of  us  have  for  years 
advocated  and  Implemented  a  program  for  community  placement,  on  a  voluntary  basis, 
where  appropriate.     However,  much  careful  .thought,  planning  and  review  Is  spent  in 
making  a  determination  of  whether  a  community-placement  is  appropriate-    Senate  Bill 
#2053  eliminates   individual  consideration  of  each  case,  and  instead,  makes  an  En 
Masse  legislative  pre-determinat ion,  which  in  nany  cases  ,w111  adversely  affect  the 
purported  beneficiary,  his  or  her  family,  and  society  in  general.    For  these  reasons, 
and  for  thp  reasons  to  be  more  fully  discussed  by  my  associates,  we  arc  opposed  to 
Senate  Bill  »2053  and  ask  that  it  not  be  favorably  reported. 
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■  // 

Senator  DimK^ERGgR^Iokn, — 


"Senator  Chafee.  ^hank  you,  Mr.  Chairman.  / 
Sister  Barbara,  I  would  like  to  ask  you  a  question.  As  I  under- 
stood your  statement,  you  now  have  soma  five  honies,  as  of  today. 
How  many  in  each  home?  7? ' 

Sister  Barbara.  We  basically  have  six  young  pepple  in,  each  resi: 
dence.  We  have  residence  that  has  10  young  peoplefV 

Senator  Chafee.  And  you  said  that  these  youftg  people  are  in 
some  instances  severely  physically  disabled  as  well  as  mentally  re- 
tarded? '  ' 

Sister  Barbara.  Yes,  sir.  Three  of  the  houses  that  we  have 
opened  have  individuals  who  are  functioning  on  khe  profound  level 
of  retardation,  They  have  severe  physical  deficits  They  are  basical- 
ly a  nonambulant  group  of  persons.  They  hav£  multiple  contrac- 
tures of  all  of  their  extremities,  severe  scoliosis',  and  very  complex 
medical  problems.  Some  of  these  individuals  are  at  high  risk  for 
seizures  and  respiratory  problems.  [I 

Senator  Chafke.  Now,  arp  ynn  nhln  in  hamll^  thf>flp  individuals" 
in  this  small  setting?  /' 
Sister  Barbara.  Yes,  sir.  // 
Senator  Chafee.  Give  me  your  thoughts  dpi  your  ability  to  care 
for  these  individuals  in  small  settings.  // 

Sister  Barbara.  I  think  that-part  of  the  iikxxe  at  hand  for  us  is  to 
look  at  the  needs  of  the  particular  individuals  that  we  are  serving, 
and  staff  accordingly,  and  train  our  staff/  so  that  they  have  the 
skills  with  which  to  handle  the  needs  of  the  population.  ; 
I  think  that  one  of  the  factors  that  j^e^reaJizedJiappened-when- 


-we  openednip^^esidence  forTO  young  people,  was  that  it  was  very 
difficult  to  manage  the  situation.  And /the  reason  is  that  each 
person  has  anywhere  from  50  to  100  management  needs,  and  it  is 
very  difficult  for  the  staff  to  relate  to  thjat.  When  you  drop  the  resi- 
dential population  down  to  a  smaller  iwimber  of  persons,  there  is  a 
great  closeness  that  comes,  an  awareness  of  need  that  emerges  by 
the  slightest  change,  a  change  in  the  way  that  the  person  looks, 
gives  eye  contact  or  doesn't  give  eye  pontact,  or  moves  or  does  not 
move.  We  were  able  to  identify  indicators  for  immediate  medical 
attention.  It  may  be  the  way  that  f&  person  moves  that  indicates 
that  a  seizure  is  imminent  and  that  care  needs  to  be  provided  in- 
stantly; 

We  have  found  that  the  larger  the  number  of  management 
issues,  the  resident  population  presents,  the  smaller  the  number  of 
persons  in  care  should  be.  " 

Senator  Chafee.  Now,  it  has  been  my  experience,  and  obviously  I 
haven't  had  half  the  experience  {hat  any  of  these  witnesses  or  that 
many  of  those  gathered  here  today  have  had,  but  it  has  been  my 
experience  in  observing  those  in  a  small  unit  that  the  growth  of 
the  person  toward  realizing  his  or  her  potential  seems  far  greater 
than  in  an  institution/  Am  I  correct  in  that,  from  your  greater  ex-> 
perienee?  / 

Sister  Barbara.  In  my  experience,  Senator,,  that  has  been  the 
case.  Part  of  the  reason  is  due  to  the  fact  that  individuals  who 
have  complex  management  needs,  tend  to  trigger  reactions  and  be- 
haviors in  other  residents;  Another  fact  is  the  nature  of  impact  on 
the  staff  person.  For  example,  a  staff  person  entering  a  residential 
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setting  serving  20  to  30  persons,  each  having  30  to  50  individual 
needs  and  deficits,  perceives  the  magnitude  in  a  geometric  propor- 
tion. The  impact  provides  the  staff  person  with  the  perception  that 
little  can  be  done  for  each  resident  because  the  staff  person  sees 
several  hundred  needs,  which  is  an  overwhelming  experience.  In 
the  smaller  setting  the  staff  person  is  in  a  position  to  identify  at 
least  10  or  20  prioritized  needs  in  each  individual  that  could  be  ef- 
fectively managed  during  a  24-hour  period.  The  smaller  setting  is 
more  normalized  and  allows  for  greater  knowledge  of  each  resi- 
dent. Resu|ts  of  programing  is  seen  almost  immediately.  The  staff 
can  increase  development  rather  than  inhibit  it,  just  by  the  way 
they  handle,  feed,  transfer,  and  assist  a  developmentally  disabled 
person  in  programing.  Since  the  smaller  setting  is  more  home-like, 
the  staff  have  a  healthier  self-image  of  themselves  and  have  a 
greater  expectancy  of  response  in  each  resident.  This  element  of 
expectancy  in  learning  is  what  has  helped  us  all  grow.  Studies  con- 
ducted"oh^therchildien  attending  inner-city  schools  in  the  19G0's 
clearly  indicated  that  the  students  whose  teacher  expected  them  to 
learn,  actually  did  learn.  Individuals  who  have  one  or  more  form  of 
.  developmental  disabilities  need  to  be  perceived  as  persons  who  can 
and  do  learn.  Smaller  settings  can  enhance  the  learning  process. 
Senator  Chafee.  Well,  thank  you,  Sister. 
Sister  Barbara.  You  are  welcome,  Senator. 
Senator  Chafee.  And  I  just  want  to  pay  tribute  to  the  work  that 
you  have  done,  as  well  as  that  of  the  other  witnesses  here.  I  appre- 

ciatejt   -    -  - 

Senator  Durenberger.  Senator  Dole. 

Senator  Dole.  I  wanted  to  ask  Ms.  Shreve  how  S.  2053  would  di- 
rectly affect  your  operation. 

Ms.  Shreve.  My  operation,  per  se,  I'm  not  sure.  In  terms  of  what 
we  might  be  able  to  help  others  do  who  are  living  in  the  communi- 
ty, a  great  deal. 

I  probably  need  to  clarify  that.  The  Whole  Person  has  a  policy  of 
not  being  the  primary  service  provider  if  at  all  possible;  in  other 
words,  we  are  trying  to  work  with  community  resources  to  make 
sure  they  are  in  place.  Therefore,  we  would  not  particularly  want 
to  be  a  vendor  or  be  a  provider  of  medicaid  service  if  there  is  an- 
other agency  in  the  Kansas  City  area  that  could  provide  that  to  our 
population.  ' 

Our  biggest  problem  right  now  is  that  those  services  don't  exist, 
or  if  they  do  they  are  so  restrictive  that  the  only  alternative  be- 
comes nursing  home  care.  And  for  our  population  especially,  medi- 
cally stable  individuals,  this  does  not  seem  to  be  appropriate,  and  it 
seems  to  be  far  more  expensive. 

Senator  Durenberger.  Well,  as  I  understand— let's  see— we  have 
three  witnesses  opposed  to  S.  2053?  Or  less? 

Senator  Chafee.  Three. 

Senator  Durenberger.  Have  you  had  an  opportunity  to  see 
whether  you  might  be  able  to  modify  S.  2053  and  therefore  remove 
your  opposition  or  soften  your  opposition? 

Mr.  Decker.  Senator,  we  are  not  against  deinstitutionalization, 
and  we  would  support  the  concept  in  that  we.  are  not  opposed  to 
seeing  a  decrease  in  the  numbers  of  people  within  larger  institu- 


tions  to  smaller  facilities,  if  in  fact  that  is  appropriate  for  their 
care. 

I  think  one  of  the  basic  problems  that  most  everyone  has  is  the 
timeframes  and  the  phasing  out,  and  mandating  that  there  is  only 
one  modality  that  you  can  utilize.  '■ 

Mr.  Fischer.  I  would  like  to  add,  if  possible,  that  on  exhibit  1  of 
my  presentation,  Senator  Dole,  if  there  was  a  configuration  of  serv- 
ices that  would  handle  everyone  from  profound  in  the  right  setting, 
with  the  right  kind^of  model,  the  right  kind  of  people  to  take  care 
of  their  needs  and  functions,  and  also  if  there  was  a  legally  associ- 
ated status  of  that  individual  from  profound  all  the  way  to  educa- 
ble,  or  "mild,"  if  you  want  to  use  that  term,  that  would  show  a  con- 
tinuum of  service  that  I  think  the  organization  that  I  am  repre- 
senting would  buy  as  far  as  S.  2053. 

As  it  is  written  right  how,  these  needs  ofjhe  important  people 
iimi^oac>a&4Q-ttpHje-4Tigr^  met,  and  we  feel  it  is 

very  important  that  there  has  to  be  the  basic  issue  of  nonlumping 
of  all  of  them  into  one  configuration  of  service,,  which  as  originally 
written  is  less  than  10,  whether  it  is  a  State  institution  or  whether 
it  is  community^ 

Mr.  Brocato.  Senator,  if  I  could  defer  that  question  to  my  col- 
league Dr.  Dayan,  who  is  a  clinical  psychologist. 
Dr.  Dayan.  Thank  you.  There  are  several  alternatives,  and  of 

•  course  one  of  the  alternatives  is  the  alternative  that  the  National 
Association  of  State  Program  Directors  is  presenting  and  looking  at 
as  an  alternative.  It's  a  viable  concern. 

I  think  there  are  a  couple  of  things  we  are  concerned  about:  We 

•  have  not  opposed  community  programs.  In  fact,  we  would  like  to 
look  at  a  funding  mechanism  that  will  strengthen  and  give  a  little 
more  support  to  those  masses  of  numbers  of  people  who  have  uti- 
lized volunteered  dollars.  We  haven't  even  talked  about  all  of  those 
volunteers  dollars  that  had  gone  into  programs  before  there  was  a 
medicaid. 

We  can  go  across  the  country  and  look  at  programs  all  over  the 
country  that  medicaid  has  not  even  supported  that  are  excellent 
programs— in  Houston,  Tex.;  in  St.  Petersburg  in  Florida— where 
the  percentage  of  dollars  is  all  local  dollars,  volunteer  dollars. 

What  we  are  talking  about  is?  leaving  a  way  so  that  all  the  vari- 
ous alternatives  and  all  the  choices  are  there  for  the  citizens  of  the " 
communities  and  the  parents  of  these  handicapped  individuals  can 
make  those  choices. 

Basically,  what  the  basic  alternative  is,  as  I  see  it,  would  be  fed* 
first  of  all  say,  "Let's  look  at  the  most  in-need  group,  3  to  4  percent 
•    °L  theu  mentallv  retarded,  and  find  the  funding  mechanisms 
through  medicaid,  and  then  for  those  96  percent  who  are  not  most 
in  need,  find  some  lesser  restricted  combination  of  contributions  of 
the s  community  toward  that  funding;  for  example.-matching  Feder- 
al dollars  with  United  Way  dollars  earmarked  for  community  serv- 
ices.   If  not,  we  are  going  to  .have  a  massive  amount  of  people 
trying  to  get  in  on  the  dollars  available  which  is  going  to  decrease 
the  number  of  dollars  in  the  country  per  client. 
Senator  Durenberger.  Thank  you  very  much. 
I  want  to  make  just  one  brief  statement,  and  perhaps  in  the  form 
of  a  question,  that  follows  this  line  of  questioning. 
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Just  as  other  members  of  this  committee,  the  thing  that  is  both- 
ering me  is  that  I  would  like  to  find  some  mechanism  by  which  I 
can  facilitate  choice  in  the  system  by  someone  other  than  me.  So  it 
anybody  has  any  great  ideas  on  how  to  do  this,  please  bring  those 
ideas  up  here  with  you  when  you  testify. 
In  everything  we  have  heard  here  today  it  seems  to  me  that  the 
,  States— Rhode  Island,  and  a  bunch  of  other  States— have  been  out 
ahead  of  everybody  generally,  certainly  ahead  of  us  at  the  Federal 
level,  in  moving  in  the  direction  of  a  more  sensitive  individualized 
approach  to  this  problem.  .  >  . 

Now  it  looks  like  we  have  a  shift  here,  where  we  are  coming  to 
the  Federal  Government,  because  apparently  nobody  has  adequate 
rpsnnrras  gnWing  for,  hftgirHllv  a  mandated  Federal  program 
to  do  certain  things.  It  bothers  me  that  that  appears  to  take  some 
of  the  choice  and  some  of  the  decisionmaking  away  from  the  local 
level. 

I  would  like  you  to  react  to  that,  particularly  those  of  you  who 
are  in  favor  of  this  bill.  '  • 

The  second  part  of  that  question  is  this,  problem  of  what  we., 
sometimes  call  "substitution,  when  we  do  long-term  care  and  then 
we  do  intermediate  care  and  then  we  do  the  SNF's  and  then  we  do 
home-health,  and  we  do  this  kind  of  home  health  and  that  kind  of 
home  health,  with  all  "the  mandates.  And  we  never  save  any 
money,  or  we  never  raise  the  level  of  care. 

There  are  some  figures  in  the  Congressional  Research  Report  on 
S.  2053,  that  says  that  right  now  there  are  138,738  persons  who  re- 
ceived ICF/MR  services  in  1982.  But,  "estimates  of  eligible  persons 
range  from  725,000  to  2  million." 

Now,  it  would  seem— and  maybe  this  is  Johns  idea  and  he 
should  be  saluted  for  it,  but  I  don't  know  who  those  2  million 
people  are— and  the  closer  you  can  get  to  the  Bronx  model,  the 
more  of  these  2  million  people  you  are  going  to  serve.  Are  those 
people  today  unserved  where  they  are?  What  is  going  to  happen 
with  regard  to  those  2  million  people? 

Sister  Barbara?  , 

Sister  Barbara  Eirich.  Sir,  I  would  just  like  to  make  a  state- 
ment that  there  is  a  group  of  individuals  who  are  within  a  hospital 
setting  at  the  present  time.  Today  we  are  taking  the  seventh 
person' out  of  a  hospital  setting  at  over  $350  a  day. 

Senator  Durenberger.  So,  some  of  those  are  in  very  expensive 
settings,  paid  for  out  of  some  other  funds? 

Sister  Barbara  Eirich.  That  is  correct;  and  I  have  a  recent  refer- 
ral that  just  came  in  last  week  for  an  individual  who  is  in  care  in  a 
city  hospital  at  over  $600  a  day,  and  that  level  of  care  is  not 

So,  in  some  instances  individuals  are  within  the  hospital  health 
care  system  somewhere. 
H    Senator  Durenberger.  Where  are  the  rest  of  them?  Are  they  at 
home,  a  lot  of  them,  particularly  the  young? 

Sister  Barbara  Eirich.  There  are  a  large  number  of  persons 
who  are  at  home  at  this  point  in  time,  but  I  am  looking  at  the  per- 
sons who  are  more  physically  involved,  have  a  need  of  a  lot  of  sup- 
port services,  and  in  a  sense  removing  them  from  a  hospital  setting 
reduces  dramatically  the  cost  of  care  on  a  per-diem  basis. 
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Mr.  Fischer.  Senator,  there-was  a  study  done  recently  in  Illinois 
that  indicates  that  there  are  over  8,000  people  of  that  group  that 
you  alluded  that  are  not  receiving  medicaid  funds  now,  that  are  at 
home  with  their  elderly  parents,  that  are  going  to  have  to  be  some- 
day funnelled  into  the  system.  ■  »  • 
Right  now  we  are  in  the  process  of  completing  a  90-bed  facility, 
-which  I  talked  about,  totally  raised  locally  by  corporations  and  par- 
ents and  foundations,  and  with  a  waiting  list  of  over  300  in  the 
community,  not  even  counting  the  people  that  we  would  like  to 
take  if  they  are  appropriate  from  State  institutions,  like  we  have 
done  in  the  past  to  our  group  homes.  So  that  is  where  a  gnpd  sharp 
_QL_them  arc,  if  you  juot  number  thaT~om~tli7ough  the  country 


in 
to 


*lnere  are  a  significant  amount  ;of  people  who  are  not  receiving  it 
but  who  will  someday,  when  they  can't  stay  home  any  longer, 
senator  Durenberger.  Margare/-^/^ 

Ms.  Shreve  I  was  going  fc^JOggest  that  at  least  fori  my  popula- 
tion we  have  found  that  oftentimes  there  are  many  informal  sup- 
port systems  in  plaae  in  the  community,  and  I  don't  think  that  this 
-  bill  is  necessarily  going  to  change  that.  '  j 

But  what  happens  is,  if  the  informal  support  system  breaks 
v  down,  then  the  person  is  "at-risk,"  OK?  If  there  are  no  other  alter 
natives,  if  there  is  no  way  to  get  some  in-home  services  in  place  to 
keep  that  informal  system  going,  that's  when  you  are  going  to  ran 
into  a  major  cost  factor.  B    B  M 

For  our  population,  there  are  a  lot  of  people  who  are  living 
the  community  now  with  very  little  help,  but  they  also  tend 
incur  higher  medical  bills  when  they  do  need  help. 

Senator  Durenberger..  Well,  what,  besides  a  lot  of  TLC,  are' sup- 
P%imc     s  Population  that  is  not  in  an  institutional  setting? 

Ms.  Shreve.  Well,  in  Kansas  City,  for  example,  what  We  tend!  to 
utilize  most  heavily  is  a  section  8  subsidized  housing  unit  to  tryUo 
get  somebody  into  an  accessible  apartment. 

We  have  a  city  sales  tax  that  supports  our  transportation  system, 
so  people  are  mobile.  We  have  a  degree  of  medicaid  and  sometimes 
medicare  services  available  through  home  health  agencies,  which' 
we  will  use  as  much  as  we  can. 

The  educational  opportunities  are  there.  If  a  person  has  a  voca- 
tional goal  or  potential,  then  they  are  usually  a  client  of  vocational 
rehabilitation  in  each  State. 

In  other  words,  we  have  such  a  massive  bureaucratic  system  that 
we  can  work  through,  if  we  can  train— well,  in  our  case  we  are 

ouarse1lv?sCOnSUmerS  t0  W°rk  t,hr0Ugh  ^  not  Providing  the  services 
There  are  bits  and  pieces  available,  but  the  major  piece  that  we 
see  missing  teadsjb  be  the  hands-on  help,  it  tends  to  be  the  service 
that  is  provided-by  medicaid  if  you  are  willing  to  go  to  an  institu- 
tion. 

And  in,  our  case,  we  have  been  saying,  "Look,  if  that's  the  only 
option  we  have  had  for  so  long,  I  don't  see  anything  wrong  with 
changing  the  option  and  saying,  'If  you  want  to  go  to  an  institu- 
tion, you  are  going  to  have  to  find  sources  other  than  Medicaid  to 
pay  for  that. 

Se^ptor  Durenberger.  Are  there  any  other  comments  on  the 
issues*  of  the  mandated  and  choice  and  substitution  and  costs? 
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Dr.  Dayan.  Well,  .first  of  all,  I  would  like  to  make  one  statement: 
Institutions  don't  go  out  and  recruit  clients;  clients  come  to  insti- 
tutions because  the  community  has  not  provided  appropriate  serv- 
ices to  them/And  historically,  if  you  look  at  the  admissions  policies 
of  the  majority  of  the  facilities  in  the  last  10  or  15  years,  they  have* 
been  facilities  of  last  resort,  because  communities  have  not  provid- , 
ed  those  services.  1 

So,  institutions  don't  want  the  clients,  they  want  the  clients 
served. 

The  other  factor  is,  development  of  an  individual  doesn't  take 
place  based  on  whether  dt  is  an  institution  or  large  or  small,  it  is  in 
the  quality  of  care  of  the  program.  I  think  the  important  thing  in 
how  the  funding  mechanism  provides  a  quality  program,  wherever 
it  is  provided. 

Senator  Durenberger.  I  guess  Sister  Antoinette  was  going  to 
add  something.  *  *  1 

Sister  Antoinette  Baroncin6.  I  would  like  to  tell  Senator 
Chafee  that  we  don't  like  to  call  St.  Mary's  an  "institution."°St. 
Mary's  is  a  home.  It  is  individualized' for  each  child,  and,  like 
Bishop  Greco  said,  we  feel  that  nothing  is  too  good  for  these  chil- 
dren. And  that  is  the  way  we  treat  our  children. 

We  have  all  services  for  them;  they  are  free  to  go  out;  they  take 
part  in  sports,  and  everything. 

Our  "institution,"  if- you  want  to  call  it  that,  has  just  150  beds, 
v,and  we  want  to  keep  it  at  that  number.  We  don't  want  to  get  any 
larger.  s  ) 

So  I  do  think  that  \tfe  need  some  group  homes  even  though  we 
have  had  a  sad  experience  with  group  homes;  in  fact,  one  of  my 
boys  right  now  is  walking  the  street  in  Baton  Rouge,  and  he  is  a 
male  prostitute.  This  is  the  /esult  of  a  group  home  without  plan- 
ning and  adequate  supervision. 

But  I  agree  with  Sister  in  that  that  was  an  exception.  It  is  not  to 
compare  with  St.  Mary's,  or  Holy  Angels  or  other  institutions. 
Those  two  reports  £ere  are  greajtv,  and  I  agree  with  them,  but  those 
are  the  exceptions,  You  cannot  compare  them  with  the  regular  fa- 
cility. 

And.  for  my  last  statement,  I  would  like  to  invite  Dr.  Carl  to 
come  to  see  St.  Mary's.  *  ■ 

Senator  Chafee.  Fine. 
w  It  seems  to  me,  if  I  could  summarize  the  views  of  those  who  are 
opposed,  that  it  isn't  that  they  are  opposed  to  group  homes*  what 
they  are  opposed  to  is  the  lack  of  choice,  as  it  were,  the  lack  of— 
there  is  a  code  word  for  it,  what  is  it? 

Mr.  Fischer.  Alternatives? 

Senator  Chafee.  Well,  OK,  "alternatives."  It  is  more  complicated 
than  that,  I  could  have  gotten  that  one,  I  think.  [Laughter.] 

Senator  Chafee.  But  here  is  the  problem  that  we  face:  The 
States  say,  "Wejtre-not "opposed  to  the  group  homes,  but  we  don't 
thin k^v«yb6dy  should  be  in  a  group  homeland  we  should  have"— 
HfTcbuld  use  the  word— "a  State  'institution.'  " 

But  the  fact  of  the  matter  is,  the  States  aren't  pioving  in  that 
direction.  And,  as  Ms.  Shreve  says,  the  facilities  afen't  there  in  the 
community. 
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So  when  the  home  care  system  breaks  down,  the  mother  or 
father  who  is  taking  care  of  the  retarded  child  dies  or  gets  terribly 
sick  herself,  there  is  no  alternative  but  to  go  to  the  institution. 
There  isn't  an  alternative  in  most  of  the  States. 

So,  whereas  everybody  pays  lipservice  to  the  issue  of  a  continu- 
um of  care— I  dont  mean  the  people  here  pay  lipservice,  but  I 
mean  the  State  legislatures  and  the  Governors,  and  so  forth— they 
say  they  are  for  community-based  services,  but  the  dollars  continue 
pour  into  the  institutions. 

I  imagine  if  you  compared  the  capital  expenditures  for  institu- 
tions versus  group, homes  across  the  Nation,  it  would  be  no  compar- 
ison at  all;  it  must  be  10  to  1.  You  can  get  a  bond  issue  passed  for, 
institutions  for  the  mentally  retarded,  but  nobody  thinks  of  doing 
it  for  the  group  homes. 

So  here  we  are.  We  believe,  at  least  I  believe,  that  the  better  care 
comes — not  in  every  instance,  but  in  most  instances — from  the 
smaller  units,  as  Sr.  Barbara  spoke  of.  \ 

Now,  how  do  we  get  a  slant  in  that  direction?  We  are  not  getting 
anywhere  the  way  we  are  going  now.  What  we  have  is  control  over 
certain  funds,  they  ace  Federal  funds.  We  don't  have  control  over 
all  funds.  I  think  in  the  figures  that  came  through,  Federal\medic- 
aid  dollars  amount  to  about  50  percent.  Wasn't  that  what  the  first 
witness  said?  Dr.  Braddock  indicated  about  50-50.  I 


15o  what  we  are  saying,  or  what  this  legislation  is  saying,  is*  that 
we  are  going  to  direct  more  of  those  funds  toward  the  group  homes. 
Absent  that  kind  of  incentive,  nothing  positive  is  going  to  happen 
across  the  country;  at  least,  that  is  what  history  has  proven  so  far. 

Now,  what  is  the  answer  to  that,  Mr.  Decker?  Why  shouldn't  we 
do  this?  We  don't  see  much  happening  as  far  as  these  group  homes 
go  across  the  Nation. 

Mr.  Decker.  First  of  all,  Senator,  I  think  that  if  you  wiK  take\a 
look  at  the  information— I  think  it  is  in  Dr.  Braddock's  grffudy,  and 
if  it  isn't  I  believe  it  is  in  the  study  that  has  been  done  by  Richard 
Schoenberger— it  indicates  that  since  1974  there  has  been  a  tre- 
mendous increase  in  the  >number  of  group  homes  across  the  United 
States.  And  it  has  been  during  that  period  of  time  that  we  have 
seen  a  real  expansion  in  those  homes. 

The  information  that  was  given  to  you  by  Dr.  Braddock  shows  a 
decline  in  the  institutional  population  during  that  same  Y*Prkxl  of 
time. 

I  think,  also,  with  the  community-based  waiver  program  that  is 
now  coming  into  effect,  and  with  some  modifications  on  that,  you 
are  going  to  accelerate  that  process. 

Senator  Chafbe.  That  is  all  medicaid,  though;  there  are  no  cap- 
ital funds  involved. 

Mr.  Diicker.  That  is  true,  sir.  But  I  think  there  are  some  ways  of 
utilizing  the  medicaid  waiver  program  in  order  to'further  acceler- 
ate the  process. 

I  have  been  a  superintendent  of  a  large  State  institution  in 
Idaho,  and  we  own  and  operate  group  homes,  independent  living 
situations,  apartment  living  situations,  as  well  as  ICF/MR  facilities 
at  the  current  time,  so  I  have  seen  this  whole  spectrum.  I  honestly 
believe  that  there  has  been  significant  progress.  I  think  every  State 
in,  the  United  States  has  seen  a  decrease  in  the  population  of  their 
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institutions;  I  don't  think  that  there  are  any  that  haven't  I  am  not 
sure  about  that,  but  I  know  that  the  people  who  have  testified  here 
today  have  all  indicated  that  there  has  been  a  tremendous  decrease/ 
in  their  population  I  think  you  are  going  to  see  that  with  the  com-  4 
muriity-based  waiver  program  in  effect. 

Senator  Chafee.  Well,  I  think  that  the  hierarchy  is  clearly  tilted 
toward  the  institution.  Nearly  every  institution  has  a  large,  strong 
union.  The  unions  are  frightened  of  moving  toward  the  community- 
based  care  systems. 

In  our  State,  and  Dr.  Carl  and  the  others  could  testify  to  this,  the 
unions  have  cooperated  and  they  haven't  lost.  But  that's  the  un- 
known; other  unions  don't  know  that. 

I  suspect  most  parents  groups  are  opposed  to  this,  because  they 
don't  know  what  is  going  to  happen,  they  are  worried,  and  I  can 
understand  those  concerns. 

So,  the  thrust  is  for  the  continuance  of  what  exists  now— namely, 
the  large  institution.  And  while  the  population .  has  gone  down, 
which  is  splendid,  it  hasn't  gone  down  dramatically  in  most  States. 
So  the  money  is  being  poured  into  upgrading  these  institutions  in- 
stead of  going  out  to  the  kind  of  programs  and  care  that  Sister  Bar- 
bara is  talking  about 0and  that  others  have  mentioned.  That  is  why 
we  are  seeking  this  thrust  from  the  Federal  Government. 
'  Thank  you  all  for  coming.  I  appreciate  it. 

Senator  Chafee.  Yes,  Sister  Barbara. 

Sister  Barbara  Eirich.  Senator,  I  would  like  to  thank  you  verv, 
very  much  for  having  the  opportunity  to  be  here  today.  It  could 
only  happen  in  America.  Thank  you. 

Senator  Durenberger.  All  right.  Thank  you  all  very  much.  I  ap- 
preciate that.  [Applause.] 

Our  next  panel  consists  of  John  Clarke  of  Denver,  Colo.,  father  of 
a  retarded  son;  my  good  friend  Mel  Heckt  from  Minneapolis,  father 
of  a  retarded  daughter;  Christine  Craddy,  Cranston,  R.I.,  former 
resident  of  an  institution;  Peter  Kinzler,  on  behalf  of  the  Parents' 
Network  and  Parents  Associates  of  the  Northern  Virginia  Training 
Center,  Alexandria,  Va.;  and  Eileen  LeVasseur,  Barrington,^  R.L, 
mother  of  a  retarded  child. 

All  right.  Let's  start  with  John  Clarke. 

Dr.  Clarke,  welcome. 

I  guess  you  have  all  been  here  long  enough,  you  know  what  the 
rules  are.  Your  statements  are  all  made  part  of  the  record,  arid  you 
may  summarize  them  in  2  minutes. 

Dr.  Clarke.  Yes,  sir. 

STATEMENT  OF  JOHN  CLARKE,  PH.D.,  FATHER  OF  RETARDED 

SON,  DENVER,  COLO. 

Dr.  Clarke.  My  name  is  John  Clarke.  I  am  a  clinical  psychologist 
by  training,  and  I  am  the  parent  of  ,a  young  man  who  has  beeh  in  a 
State  institution  in  Colorado  for  about  the  last  10  years. 

Roger  has  been  diagnosed  as  "profoundly  mentally  retarded,  of 
unknown  ideology." 

Several  years  ago,  I  was  strongly  opposed  to  the  movement  from 
institutions  toward  the  community.  In  Colorado  we  had  no  choice 
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in  that  matter.  )No  were  told  that  they  were  going  to  reduce  the 
institution  population  by  about  30  percent  in  a  couple  or  3  years. 

My  association!  which  is  the  Ridge  Association  for  Retarded  Citi- 
zens at  that  point  opposed  such  a  move.  That  was  probably  the  be- 
ginning of  a  charjge  jij  sentiment  for  me  and  for  many/other  of  the 
parents  in  the  E"idge  Association.  Among  other  things,  we  found 
out  that  that  moye  to  the  community  actually  workjra,  even  though 
my  son  was  not  one  of  the  fortunate  persons  to  benefit  from  it.  j 
Well,  along  about  the  same  time  I  also  had  the  opportunity  to 
visit  a  number  cf  model  programs  around  ther  country,  including! 
some  in  the  Philadelphia  area,  Macomb-Oakland  in  Michigan,  anc 
in  Nebraska, 

The  point  that 
grams  work,  and 


I  gathered  from  that  was/that  these  kinds  of  pr< 
they  work  extremely  ymt^hrt&ct,  I  came  awa| 
convinced  that  they  work  better  than  dp  the  programs  in  the  insti- 
tutions. Partly,  this  is  a  matter  of  altitude  as  much  as  anything 
else,  and  a  lot  di  other  intangibles,  but  nevertheless  it  left  me  im- 
pressed.        /  /  f 

By  the  time  that  I  had  finished  these  experiences,  both  local 
and  nationally,  I  was  convinced/that  the  community  alternative 
the  better/alter native.  / 

I  woul<]  like  for  my  son  to  Jae  able  to  increase  his  responsibilities. 
He  has  riot,  in  general,  been  ill-treated  in  the  institution.  There  ate 
good  staff  there.  There  are7kind  staff  there.  In  fact,  sometimes  they 
are  too  kind;  they  do  too  much  for  him.  And  this  can  happen  else- 
where, as  well.  But  I  think  it  is  more  likely  to  happen  in  an  institu- 
tional setting,  particularly  where  there  are  wards  of  several  indi- 
viduals, 20  or  more.  And  I  realize  that  that's  not  necessarily  the 
only  way  it  has  to  be.  ! 

Obviously,  I  could  talk  at  great  length.  I  would  simply  like  to  pay 
that  when  I  and  my  wife  made  the  decision  to  place  Roger  in  an 
institution,  we  didn't  have  the  choice  of  a  good  community  pro- 
gram; in  fact,  we  didn't  have  the  choice  of  any  community  pro- 
gram. Had  we  had  that  choice,  we  would  not  have  opted  for  an  in- 
stitutional placement.  So  I  see  no  reason  to  change  my  mind  about 
that  now.  ! 
Thank  you.  i 
Senator  Durenberger.  Thank  you  very  much.  \ 
Mel  Heckt.  j 
[Dr.  Clarke's  prepared  statement  follows:] 
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My  name  is  John  Clarke,  1   I  reside  .at  63  38"  Knot  Mississippi 
Street  in  Denver,  Colorado.       I  am, n  licenced  PJi.D.  Clinical 
Psychologist  and  practice  in  my. firm,  Colorado  Rehabilitation 
and  Clinical  Consultant!}.     I  am  alou  the  parent  of  a  son,  Roger, 
age  20  who  resides  in  a  Colorado  state  institution  certifiod  as 
an  IH-MR  for  the  purpose  of  receiving  federal  medicaid  funds  at 
&  current  rate  excoeding  $100/dny  plus  funds  for  hia  education. 

During  the  past  several  years  I  have  had  a  number  of 
opportunities  which  most  parents'  have  not.     I  have  travolod  out- 
side of  Colorado'  to-  visit  community  services  which  have  beon 
recognized  for  being  exemplary;  in  particular,  a  number  of  the 
programs  outside  of  Philadelphia  for  persons  who  have  left 
Pennhurst  under  court  order,   the  Macomb-Oakland  Regional  Center 
in  Michigan  which  has  returned  -1200  peoplo  from  institutions  to 
the  community  in  10  years  and  has  not  admitted  anyone  to*on 
institution  in  the  past  5  years,   and  Region  V  in  Nebraska  \ 
(Lincoln  and  sur  roundi  ng  ,  communi  t  i  e  s ) .     I  hove  also  been  fortunate 
to  attend  n  number  of  seminars  and  workshops  in  Colorado  by 
"state  of  the  art."  practitioners  ouch  as  the  late. Dr.  Marc  Cold, 
Dr.  John  McGoc,  Dr.   Jerry  Goff,  ^r.   Lou  Drown  and  Karen  Green 
and  to  visit  several  of  the  newly  developod  community  programs 
in  Colorado,     All  of  theoo  experiences  hove  changed  my  viows  on 
services  for  persons  with  developmental  disabilities.     They  have 
'   clearly  demonstrated  to  me  that  anyone  can  hove  his/her  needs 
appropriately  met  in  the  community.     It  is  being  done,   it  can  he 
done  and   it  must  be  done. 

My  observations  ore  also  consistent  with  the  very  compelling 
data  seen  in  the   longitudinal   research  over  four  years  on  the 
Pennhurst  populations  reported  by  Jim  Conroy  at  Temple  University 
and  Valerie  Bradley  . at  H5RI,   Boston.     Fheir  research,  the  most 
rigorous     scientific  design  using  matched  samploa  or  functional 
twins,   clearly  presents  data  that   cannot  be  argued  away  by 
personal  opinions 'and  emotions.     The  results  indicate  that  all 


233 


ihdtvidualn,  roqardlotia  of  oevority  of  disability,  continue  to 
make  algn/f Lcnnt  developmental*  qainu  loading  toV/ard  reduced 
dependency  by  living   in  home-like  community  aottingu.'  Unfortun- 
ately, their  counterparts  who  have  boon  left  behind  in  thu 
'institution,  .lit  a  reported  coot  .of  $1 65/cU:y ,  pre  making  no 
developmental  goinnt   indeed,  □  poiriftil  indictment  of  Pennhurst, 
and  perhaps  largo  congregate  care  residences  in  general. 
Institutional  environment  a  pre  not  conducive  to  individualized 
programming,  growth  and  development. 

The  technological  revolution  of  the  post  decade  hoa  been 
invigorating,  yet  1  beliovo  that  it  ia  but  □  glimpse  of  what 
the1  future  holdo  in  special  education,  vocational  training, 
non-nveraive  bchovioral  psychology,  physical/occupational 
therapy,  adaptive  equipment  and  biuenqineering;     What  we  know 
today  -  let  alone  what'  in  yet  to  come  -  can  make  the  future 
brighter  for  all  persons  with  developmental  disobil ities  end. 
their  families*,  however,  incentive  fur  states  to  continue 
funding  innti tut tons  with  medicaid  funds  could  maintain  the 
a.atuu  quo  end  prevent  thio  bright  future  and  .  emanc  ipa.t  ion  . 

At  thio' point   1   would  like  to  share  my  personal  perspective 
as  it  rclotco  to  my  own  son.     Roger  ia  now  20  years  of  age  and 
has  reaided  et  the  Wheatridgo  Regional  Center  for  about  10  yeora, 
The  decioion  to  place  him  wao  extremely  difficult  for  his  mother 
.one!  me.    .We  did  not  select  ino t i tut ionol  placement  aa  our.  firat 
choice  nor  did  ony  of  the  other  parents  1  know  who  plocod  their 
children  in  Whootridge.     When  my  wife  ond  1  realized  that  wo 
could  not  give  our  son  thu  care  and  attention  he  needed,  wo  could 
find  no  fomil'y  support  oevvicea  nor  program  in  the  enmmunity  that 
wno  right  for  him.     Had  community  programs  been  available  wo 
would  have  plnccd  him  in  a  community  program. 

There  have  been  oubatantial  chongea  and  new  dovelopmonta  in 
recant  >earo  aa  1  mentioned  previously.     IT  I  could  put  myself  , 
in  the  uhoon  of  younger  parents  with  younger  children  I  would 
clearly  and  unequivocally  atrive  to  keep  my  child  at  home  with 
family  aupport  aervicoa  .or  if  neeeaoary,'  place  my  child  in  a 
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rommiinily  living  nrrangment .     I  hero  is  no  question  in  my  mind 
that   such  it!  I  orriat  i  vos  nre  ,  super  i  or  to  institutional  placement* 
I  hnve  never  soon  a  prorjrnni  that    is  provided  in  the  institution 
that  cmifiot  'lie  provided  in  k  ho  community  and  which  is  usually 
done  betteY.     1  am  aware  Unit  tjood  programs  don 1 1  always  exist 
in  some  communities  and  that  the   "state  of  the  art"  technology  s 
has  not  been  replMcated  in  oil  communitirs.     It  seems  clear  to/'' 
me  that  Senate  Bill  20^3  provides  the  impetus.,  to  create  such 
programs  throughout,   the  land  and  give  them  financial  incentives 
and  stability. 

I  am  not  advocating  that  institutions  simply  be  closed. 
I  do  riot  want  my  son  dumped  into  just  any  kind  of  program  but 
1  do  want' him  to  have  the  opportunity  to  benefit  fro>n  the  best 
technological  developments,    to  live   in  a  homelike  setting  and 
I  u  participate  in  community  li/o  just  1  ike?  you  and  me  -  to 
experience  success  and  faiVure,  happiness  arid  sadness  and'  the 
dignity  of  personal   identify.     It  is   the   job  of  parents  such  as 
myself  In  work  w  i  ^T"  the  agencies  which  have  "the  resjionsih.il  il y 
for  developing  programs  for  persons  with  devel opmont a  I  disabilities 
to  assure  that  n  full  array  of  quality  sorvi-cos  are  developed  in 
the  communitya 

As  a  final    comment    I  would  like   to  nolo  that  rny  impressions 
of  Finger*  s  experiences  at   Wheat  r  i  dgo   have  been  mixed.     In  general., 
he  has  been  kindly  treated  arid  there   are  many  good  and  dedicated 
staff  members.     On  the  other  hand,  his  progra.mm  i  nq  lias  been 
sporadic  at  bcsl  ,  particularly  in  the  early  years.     There  nerc 
long  periods  of   lime  when  ho  received  very   lit.tie,    if  any,  meaning- 
ful programming .     Only   in  the  pust  two  years  has  the  situation 
changed  arid  even  then,    the  impetus  came  from  outside   the  insti- 
tution became  of  the  passage  of  federal    legislation  (P. I.  94-142) 
and  i\  Right   to  Idueation  Lawsuit    for  Colorado  children  residing 
i  n  i  nsl  ft ut  i  ens , 

Hoger   is  presently   in  an  institution  based  school  program 
and  this  experience;  has  boon  generally  positive;  however,  he  has 
nsl.  had  the  I'ind  of  daily  opportunities  for  sue  in  I    internet,  ion 
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mill  ngo  appropriate  poor  motlgUng,  which  would  l»c-_  moat  dosi rouble, 
Hp  never  sees  anyone    in  a  better  slate  than  ho   is.     Ho  has  no 
opportunity  to  loom  from  role  models  who  are  not  handicapped . 
Unfortunately,  when  he  reaches  ago  21  it    is  quite  uncertain 
whether  ho  will  be  nhlir  to  cont  iuue  to  receive  aduguiitu  prurntn- 
minq.     In  o.ther  words,  the  prggruma  developed  fit  the  .institution 
come  about  as  a  re  unit  of  outside  pressured  and  may  not  continue 
when  Roger  "graduates"  from  school.     Moot  of  the  ndulto  residing 
at  Ridge  today  get  a 1 moat  no  developmental  programming! 

Kight  now  wo  are  at  a  critical  stage- oT  development  for 
Roger  and  many  other  young  adults.     It  is  extremely  timely  unci  ■ 
essential   that  the  federal   government  shift  its  financial  bias 
from  institution!:  and  congregate!  care  to  community  program 
development  so   that  thooe  young  poop-lo  will  hove  a  ehnncc  to 
develop.     You  hove  heard  and  will  continue  to  hear  outcries 
from  both  parents  who  ore  losing  the  pcrcci  i  ved  security  of  the 
institution  and  the  reprenentat  ives  oV  the  industries  wo^htfvc 
■created  over  the  past  thirteen . yooru  through  the  ICf-MR  medicaid 
program,     Listen  to  their  concerns  and  provide   the  necessary 
safeguards  to  insure  continuity  of  fundn  and  ncrvicea  during 
the  transition.       However,   I  urge  you  to  rise  above  the  emotion- 
alism and  vested  interests  and  provide  the  st otcomanship  and 
leadership  for  public  policy  which  has  been  entrusted  to  you 
for  tho  good  of  all  of-  society.       Ensuing  generations  ahould 
not  hove  institutions  forced  upon  them  as  it  was  upon  us!  Wo 
must  provide  tho  next  generation  with  abetter  legacy.  The 
ruturo  for  children  and  adults"  with  developmental  disabilities 
is  in  your  hands.     I  urge  you  to  support  5.203}. 

\ 
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STATEMENT  OF  MELVIN  D.  HECKT,  FATHER  OF  RETARDED 
DAUGHTER,  MINNEAPOLIS,  MINN. 

Mr.  Heckt.  Thank  you\  Senator  Durenberger. 

I  am  a  Minneapolis  lawyer  and  father  of  a  young  lady,  Janice, 
age  32,  . who  is  severely  mentally  retarded.  Her  home  is  the  Fari- 
bault State  Hospital  in  Minnesota, 

I  would  like  to  speak  on  behalf  of  Janice  and  on  behalf  of  many 
parents  who  have  profoundly,  and  severely  retarded  sons  and 
daughters  who  live  in  our  Minnesota  State  institutions  and  in  our 
41  Minnesota  community  institutions. 

First  I  would  like  to  express  to 'Congress,  however,  our  deep  ap- 
preciation to  each  Member  of  Congress  for  the  medicaid  law  and 
appropriations,  which  have  enabled  toy  State  to  make  substantial 
improvement  in  the  quality  of /care  for  the  2,211  residents  in  our 
State  institutions,  of  which  we 'have  7.  Also,  we  have  increased  the 
quality  of  care  for  over  5t,00Q  residents  o\our  311  community  resi- 
dential facilities,  all  of  which  are  funded  by  ICF/MR  medicaid 
funding.  They  are  not  nursing  homes,'  however.  And  we  have  2,300 
of  those  5,000  who  live  in  41  community  institutions. 
,  Our  success  today,  and  I  think  we  have  made  tremendous  success 
in  improving  the  quality  of  care  in  both  the  State  institutions  and 
in  the  community  residential  development,  has  been  attributable 
in  large  part  to  the  Federal-State  medicaid  match. 

I  would  like  to  suggest,  however,  that  we  are  Idefinitely  opposed 
to  this  Senate  bill,  because  we  feel  that  almost  all  institutions 
would  close,  or  they  would  return  to  the  warehousing  of  the  past. 
We  are  opposed  to  that.  We  think  there  are  good  and  bad,  and  we 
don  t  believe  that  we  should  close  down  all  of  our  State  institutions 
and  community  institutions  any  more  than  we  should  all  nursing 
homes  because  there  are  some  bad  ones  in  the  country  there. 

We  also  think  that  parents  and  retarded  people  would  lose  the 
freedom  to  chose  what  is  most  appropriate,  the  institution  or  the 
small  community  home,  among  all  of  the  options.  We  think  it  is 
very  important  that  parents  have  this  right  to  play  a  very  impor- 
tant role  in  the  determination  of  what  is  best. 

Sometimes  the  government  people  come  and  go,  but  the  parents 
are  still  there,  and  sometimes  the  monitors  don't  always  have  all 
the  facts  and  the  information  on  a  specific  child  as  to  knowing 
what  is  best  or  isn't  best. 

In  conclusion,  we  are  also  concerned  about  the  fact  that  there 
will  be  many,  many  thousands  of  people  dumped  into  inappropriate 
'community  residential  facilities  if  this  bill  were  passed.  Such  has 
happenedi  in  Illinois,  Chicago,  where  my  daughter  was  a  social 
worker,  a,nd  some  of  them  being  dumped  into  downtown  Chicago 
hotels.  We  feel  this  is  a  very,  very  severe  problem  in  this  area.  And 
I  think  moving  almost  2,000  people  who  live  in  places  over  15  beds 
in  our  Nation  would  be  a  mind-boggling  task.  Many,  of  them  have 
satisfactory  placements,  and  some  don't. 

There  ought  to  be  a  right  for  thpse  people  who  want  to  move  into 
the  community  to  go  into  the  community;  but  there  should  also  be 
a  right  for  those  who  believe  that  the  best  treatment  program  is 
the  institution.  They  should  have,  that  right,  too.  We  don't  see  how 
that  can  operate  under  S.  2053. 
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We  would  recommend  that  the  bill  be  withdrawn  and  the  Feder- 
al Government  not  force  or  plan  closure  of  all  or  almost  all  institu- 
tions now;  the  state  of  knowledge  is  too  soft.  We  think  States  must 
decide  or  have  a  major  role  in  any  such  closure  decision,  and  we 
think  that  we  do  need  more  experience  with  the  waiver  law,  the 
community  care  waiver  law,  to  remove  some  of  the  bugs  out  of 
that. 

We  do  also,  however,  fully  support  you,  Senator  Chafee,  as  far  as 
your  ideas  of  extending  medicaid  funding  to  more  and  additional 
community  services.  We  think  that  pan  make  a  lot  of  sense  for 
many,  but  riot  for  all.1  We  think  increased  appropriations  in  those 
areas  would  save  tax  dollars  in  t\\e  long  run,  by  the  delay  or  diver- 
sion from  the  more  expensive  community  and  State  institutions. 

Thank  you  very  much. 

[Mr.  Heckt's  prepared  statement  follows:]  < 
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|  Summary  of  Points 

Federal  Medicaid  should  not  be  withdrawn  from  all  state 
and  community  institutions^  - 

a.  Almost  all  would'close  or  return  tb  the  warehousing 
ofl  the  past.  r 

b.  '  Parents  and/or  retarded  people  would  lose  the 

freedom  to  choose— the  institution  or'  the  small 
community  home  as  the  most  appropriate  and  least 
restrictive. 

c.  If  would  dump  many  out  of  institutions  against 
their  wills,  and  their  parents  wills/  and  into 
inappropriate  community  residences  and  services. 

d.  it  would  deny  residential  and  other  services  to 
those  who  have  no  alternative. 

e.  it  would  damage  the  already  low  self-esteem  of 
those  who  are  admitted  and  then  demitted  fro*  the 
small  hpraes. 

f •     The  mass  transfer  of  all  is  draconian  and 

mindboggling  -  the  human  suffering  of  residents, 
parents  and  employees  -  the  economic  loss  and 
waste. 

S-2053's  arbitrary  snail  limitations  for  all  future 
residences  should  be  rejected. 

Federal  Medicaid  should  be  extended  to  community 
services  in  S-2053. 

a.      It  is  good  for  many,  but  not  for  all. 

b«      Increased  appropriations  now  should  save  tax 

dollars  in  the  future  by  prevention  or  delay  and 
diversion  from  the  more  expensive  community  and 
state  institutions.  % 

Reco— ends  t  ions 

a.  S.20  53  should  be  withdrawn  or  killed  NOW". 

b.  The  Federal  Government  should  not  force  or  plan 
closure  of  all  or  most  institutions  now.    The  state 
of  knowledge  is  too  soft. 

c.  States  must  decide,  or  play  a  major  role  in,  any 
such  closure  decision* 

d.  More  experience  with* and  study  of  the  federal 
■Community  Care, Waiver"  law  is  necessary. 


T 
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I  am  Melvin  D.  Backt,  *  Minneapolis  lawyer,  and  father  of 
Janice*  age  32,  a  severely  mentally  retarded  young  ^ady  whose 
home  is  the  Faribault  State  Hospital.      I  ■.  T"  ^* 

I  speak  on  behalf  of  my  daughter,  and  for  many  parents, 
relatives  and ^guardians  of  citizens  who  are  mentally  retarded 
and  wh6  live  in  state  or  community  institutions. 

M|*y  *  express  our  deepest  appreciation  to  you,  Senator 
Durenberger,  and  to  each  member  of  this  subcommittee,  and  to 
Congress  for  the  Medicaid  law  and  appropriations  which  have 
enabled  my  state  to  make  substantial  improvement  in  the  quality 
of  care  for  the  2,211  residents  in  our  eight  (8)  state 
institutions,  and  for  'the  5,000  residents  of  our  300+  community 
ICFHR  facilities,  of  which  2,300  residents  live  in  41  community 
institutions.    Our  'success  today  would  not  have  been  possible 
without  federal  and  state  Hedlcaid  funding. 

For  30  year^,  I  have  joined  with  other  members  of  the 
Association  for  Retarded  Citizens  in  fighting  the  long  battle 
for  the  development,  expansion  and  improvement  of  community  and 
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institutional  services  for  all  citizens  who  are  mentally 
retarded,    As  a  consequence  of  that  involvement,  study  and 
experience,  I  strongly  support  extending  federal  Medicaid 
funding  to  those  additional  .community  services  provided  in 
S.2053,  and3 just  as  resolutely  oppose  both  the  withdrawal  of 
substantially  all  of  that  Medicaid  funding  from  all  state  and 
community  institutions,  and  the  arbitrary  afze  limitations  for 
new  community  residential  'faci lities  contained  in  the  bill. 

.  S.2053  represents  the  worst  of  all  worlds  for  many  mentally 
retarded  citizens  who  reside  appropriately  in  state  and 
community  institutions  if  Medicaid  funding  is  withdrawn,  and  the 
best  ofr  all  worlds  for  many  infants,  children  and  adults  who 
appropriately  could  continue  to  live  with  their  parents,  or  in 
foster  homes,  group  home a  or  semi- independent  living  facilities 
only  if  Medicaid  funding  is  provided.  « 

if 

S.2053  TUB  HOR3T  OF  ALL  WORLDS 

..However  well-intended,  3.2053,  the  "Community  and  Family 
Living  Amendments  of- 1983",  requires  of  its  supporters  an 
irresponsible  leap  into  dangerously  uncertain  waters.  The 
architects  of*  this  questionably  designed  and  imprudently 
proposed  legislation  have  advanced  a  blueprint  which  creates, 
many  more  problems  than  it  seeks  to  correct.  ^ 

Based  on  my  independent  examination* of  widely  dispersed 
research  studies,  conversations  with  hundreds  of  parents  and 
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numerous  experts,  and  my  own  personal  experience,  I  am  convinced 
f  hat  if  S.2053  is  adopted,  most,  if  not  all,  of  the  following 
results  would  develop  from  the  incautious  leap  previously 
mentioned: 

1.  All  state  institutions  would  be  closed  in  10  years  or  less, 
or,  if  some  states  decided  to  fund  the  entire  cost  of  those 
institutions,  the  quality  of  service  would  return  dangerously 
close  to  the  warehousing  and  substandard  care  which  prevailed  In 
them  so  disgracetully  15  years  ago  or  such  states  might  maintain 
existing  standards,  pay  the  entire  coat  of  said  institutions, 
and  reduce  tti*  funding  of  existing  necessary  community  services 
by  the  amount  of  the  loss  of  the  federal  Medicaid  funds. 

2.  Almost  all  community  institutions  (defined  as  those  having 
more  than  15  beds)  would  be  forced  to  close  tjyir  doors  to 
mentally  retarded  citizens  in  10  or  15  years  because  those 
community  institutions  in  many -states  derive  45  to  80  per  centum 
of  their  operating  costs  from  federal  Medicaid  funding. 

3.  S.2053  would  deny  to  mentally  retarded  persons,  and  to  their 
parents,  relatives  and/or  guardians,  the  right  to  choose  the 
state  or  community  institution  as  the  most  appropriate  and  least 
restrictive  among  the  current  options. 
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4*    S.2G53,  in  a  baronial  disregard  of  parental  wishes  or 
opinion  concerning  t^p  beat  interest  of  their  retarded  sons  and 
daughters,  would  force  many  mentally  retarded  people  -  against 
their  wills,  and  against  the  wills  of  their  parents,  relatives 
and/or  guardians  -  to  leave  appropriate  community  and  state 
institution?,  and  would  dump  them,  almost  indif f epently,  into 
inappropriate  community  residential. facilities.    Ironically,  I 
that  ill-chosen  curtailment  of  residential  and  progxaraatic 
options  would,  at  the  same  time,  deny  appropriate  small  group 
home  community  services  for  those  who  now  live  in  community  or 
institution  settings,  but  who  want  and  are  able  to  live  in 
smaller  community  facilities,  yet  could  not  secure  admission  to 
them  because  beds  and  programming  would  be  taken  by  those  from  \ 
the  institutions  who  would  be  transferred  to  them 
inappropriately  and  unwillingly. 

5.    The  bill's  untested  and  excessively  risky  "solution"  would 
force  the  removal  nation-Wide  of  almost  180,000  retarded  persons 
from  existing  state  and  community  facilities  which  have  more 
than  15  bed3.    The  turnover  problem  inherent  in  such  a  mass 
transfer  of  mentally  retarded  persons  is  as  mindboggling  as  its 
ramifications  are  endless.    It  is  draconian.    It  is  difficult  to 
predict  the  economic  cost  and  human  suffering  of  such  a  move. 


\ 
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6*    This  proposed  legislation  would  deny  residential  and 
programatic  services  to  those  who  have  no  alternative  but  a 
state  or  community  institution.    This  is  true  especially  for 
those  profoundly  and  severely  and  multiply  handicapped  retarded 
who  live  in  sparsely  populated  areas  of  America  *  and  who  require. 
24-hour  nursing,  and  other  professional  care.    It  also 
eliminates  a  vital  resource  for  those  who  have  been  demitted 
from  the  foster  or  small  group  home,  or  whose  footer  or  group 
homes  have  gone  out  of  business,  or  lost  their  licenses,  or  who 
have  tried  the  small  foster  or  group  hones  and  found  living  in 
them  unbearable.    It  is  safe  to  say  that  sometimes  6  normal 
adults  or  6  retarded  adults  cannot  live  under  the  same  roof. 
Parenthetically,  it  is  important  to  note  that  in  the  past 
several  years,  most  admissions  to  Minnesota's  state  institutions 
have  been  those  discharged  from  group  homes  or  other  community 
facilities. 

7*    The  closure  of  all  state  and  community  institutions  will 
result  (notwithstanding  the  best  intentions  of  the  bureaucracy) 
in  many  residents  now  therein  being  unloaded,  nil  adboirari ,  into 
inappropriate  community  residences  and  ineffective  programs.  / 
What  is  even  more  horrifying  to  ^consider  is  the  possibility  that 
those  unloaded  will  be  provided  with  no  program  or  residential 


service  whatsoever. 
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In. the  past*  the  efforts  of  soue  states  to  reduce 
institution  populations  have  resulted  in  horrible  dumping. 
,tdiana  dumped  4,000  institutionalized  residents  into  nursing 
homes  without  adequate  programs.    Illinois  unloaded  thousands 
into  huge,  rundown,  downtown  Chicago  hotels  located  in  high 
ctime  areas.    Missouri' s  plan  was  nearly  a  shambles,  and. even  in 
Minnesota,  which  to  date  has  an  excellent  record  of  reducing  its 
Mentally  retarded  state  institutionalized  population,  there  has 
been  some  dumping  of  young  adults  into  nursing  homes  for  the 
elderly,  and  others  into  larger,  more  restrictive  community 
environments  than  existed  in  their  former  state  institution  j 
home.    Others  have  been  injured  by  medically  prescribed  drug 
overdoses  in  thfe  community,  and  have  had  to  return  to  the 
institution. 

X  am  not  convinced  that  the  monitoring/  licensing  and 
individual  program  plans  will  eliminate  dumping  if  the  federal 
and  state  dollars  stop  flowing. 

8.    However  unintentional,  and  perhaps  totally  overlooked, 
consider  the  psychological  damage  facing  those  residents  who,  . 
for  the  sake  of  expediency,  are  transferred  to  group  homes,  and 
then  are  kicked  out.    If  they  know  their  self  esteem  is  low, 
what  explanation  can  be  given  to  those  so  afflicted  that  will 
abrogate  the  further  decline  of  self  worth  brought  on  by 
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another*  and  then  another,  and  then  another  dismissal?    Not  all 
of  the  elderly  retarded  residents  in  institutions  are  Bill 
Sackters?  nor  will  all  have  the  good,  fortune  to  find  such  good 
and  supportive  friends  as  Bill.    Some  have  livfed  in  the 
institution  for  50  or  more  years,  and  do  not  wish  to  leave.  How 
can  we  totally  disregard  their  feelings,  arid  their  rights?  Some 
retarded  people  of  all  ages  exhibit  great  difficulty  ^djusting 
to  change.    Others  can  adjust.    But  still  others  cannot  make 
changes  without  disastrous  results, 

9*    s.2053  leaps  recklessly -to  a  number  of  incorrect  conclusions 
and  unsuppor table  assumptions.    Among  these  is  the  notion  that  . 
adequate  monitoring  of  small  group  homes  will  be  guaranteed. 
Under  other  less  crucial  circumstances,  if  that  idea  were  not  so 
pretentious,  it  might  be  described  as  quaint.    For.  example,  if 
Minnesota  were  to  require  6-to-a-household  limitations  for  those 
currently  residing  in  our  state's  ICFMKs,  and  in  our  state 
institutions,   it  would  need  1,182  community  residential  . 
facilities  as  opposed  to  the  present  300+  ICFMRs  and  eight  (8) 
state  institutions  now  in  service.    The  cost  of  monitoring  those 
additional  facilities  necessitated  by  S.2053  would  be  gigantic; 
the  dumping  and  demissions  would  be  catastrophic;  and, 
administratively,  an  ongoing  nightmare  would  be  created.  Quia 
custodiet  ipsos  custodes? 
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10.  Among  other  less  less~than-inf allible  conclusions  drawn  by 
the  promoters  of  5.2053  is  the  claim  that  cdats  are  leas 
expensive  and  living  conditions  are  better  for  all  mentally 
retarded  citizens  if  they  reside  in  small  foster  or  group  hones 
in  the.  community  rather  than  in  state  or  community 
institutions.    Nothing  resembling  acceptable  evidence  is  offered 
in  support  of  that  claim.    Conversely,  from  across  the  nation, 
and  within  many  disciplines,  respected  voices  are  heard 
cautioning  against  premature  acceptance  of  the  studies 
projecting  large  cost-savings  or  superior  living  conditions  for 
all  mentally  retarded  people  if  only  they  move  J.ock-step  into 

.  the  small  foster  or  group  hones  in  the  community.    The  more 
rearlistic  expectation  is  that  the  proponents  claim  is  correct 
for  some  and  incorrect  for  others.    Exaggerated  projections  of 
cost-savings  can  only  come  back  to  haunt  many  retarded  citizens 
in  time. 

0 

11.  The  same  thesis  further  declares  that  if  all  state  and 
community  institutions  were  to  be  closed  within  10  to  15  years, 
automatically  small  foster  or  group  homes  would  be  located, 
developed,  funded  and  staffed  with  experienced  and  caring  ' 
employees  for  those  mentally  retarded  per/sons  who  have  been 
discharged  from  them,  and  also  for  those  living  at  home  but  in 
desperate  need  of  such  community  services.    Again,  that  helter 
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skelter  plunge  into  unchartered  waters.    One  almost  would 
conclude  that  the  proponents  have  overlooked  a  number  of  salient 
problems.    For  example,  high  interest  rates,  high  building 
costs,  housing  shortages;  low  per  diem  rates  for  profit  and  non- 
profit providers,  unwillingness  of  some*  states  to  appropriate 
more  tax  dollars,  the  logistical  problems  of  closure  and 
locating  new  facilities?  all  have  a  significant  bearing  upon 
achieving  the  proponent's  obje:tive. 

Likewise,  how  can  state  or  community  institutions  continue 
to  reduce  their  populations,  and  revenues,  and  still  meet  the 
high  standards  established  by  S. 2053  and  not  be  sued  under  Sec, 
5  (a)(i)  et  seq?    Does  anyone  actually  believe  that  such  a 
massive  nationwide  shift  of  people  can  be  well-coordinated  among 
all  of  the  cooperating  county,  state  and  federal  agencies? 

Now,  for  the  purpose  of  clarity  And  openness,  and  wishing 
to  state  my  unease  with  S,2053  as  specifically  as  possible,  may 
I  ask  the  subcommittee  to' consider  the  following  questions  and 
criticisms: 

1.    Page  2  -  Lines  21-31  (b\   (2)  <3)« 

Unless  changed,,  this  section  would  deny  medical  assistance 
to  persons  who  have  resided  in  an  institution  for  a  period 
of  two  years,  and  who  have  no  other  alternative  for 
residential  placement.    Likewise,  I  think  it  is  both 
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ridiculous  and  cruel  to  designate  such  a  short  time  duration 
for  carer  treatment,  and  habilitation  of  some  persons  who 
are  mentally  retarded.  / 
Page  3  -  (c)  (1)   (ft)  Specialized  Vocational  Services 
is  it  not  conceivable  that  the  inclusion  of  vocational  an 
employment  services  in 'medical  assistance  funding  might 
drain  off  dollars  for  exUting  services  to  such  an  extent 
that  now  in-place  community  .services  will  receive  less 
funding  than  at  present?  \' 

If  that  be  thf  case,  then  I  believe  that  some  of  these 
services  should  be  excluded  from  medical  assistance  funding. 
Page  6  -  Lines  7-18  (2)  (B)  (1)  and  Yii). 

Exceptions  and  alternatives  must  be  provided  to  arty  bed  size 
limitation  for  a  facility.    This  does  not  distinguish 
between  the  need  for  providing  residential  services  for 
children  apart  from  those  established  for  adults  and 
severely  retarded,  and  it  fails  to  consider  the  special 
needs  of  the  profoundly  multiply  handicapped,  high  Intensive 
medial  and  24-hour  nursing  care  person  as  contrasted  with 
the  mildly  or  moderately  retarded  person  without  such  ; 
handicaps. 
(C)    Line  25  (iii) 

The  suggestion  that  in  order  to  receive  medical 
assistance,  all  profoundly  retarded,  multiply 
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handicapped  people  shall  be  located  in  residential 
neighborhoods,  wherein  they  would  be  encouraged  and 
enabled  to  participate  in  the  prevailing  living, 
working  and  service  patterns  of  such  neighborhoods, 
either  amounts  to  a  classic  case  of  sheer  folly  or 
'■      represents  another  definition  of  the  word  PROFOUNDLY • 

Pages  6  and  7  -  (h)   (2)   (D)  (i) 

In  the  section  defining  the  inter-disciplinary  team,  8,2053 
states  that  professionals  and  retarded  people  shall  be  part 
of  the  team,,  ai/d  "when  appropriate,  the  parents,  guardians, 
next  of  kin,  or  next  friend  of  such  individual19  may  be 
involved.  .  . 

Does  it' not  seem  raore-than-somewhat  illogical  to  insist  that 
a  profoundly  retarded  person  who  can9 t  understand  or 
communicate  or  make  certain  decisions  be  given  a  place  on 
the  inter-disciplinary  team  while,  at  the  same  time*  denying 
membership  to  a  parent  because  someone,  presumably  a 
professional,  has  determined  that  the  participation  of  a 
parent,  relative  or  guardian  is  irrelevant  "to  the 
habilitation  or  rehabilitation  of  such  individual." 
Parents  of  profoundly  and  severely  retarded  sons  and 
daughters  have  been  making  many  decisions  for  the  lifetimes 
of  those  persons  who  do  not  have  the  ability  to  do  so.  How 


251 


can  anyone  summarily  prg-»eihpt  from  them  that  natural 
right?    Or  deny  to  them  that  loving  Involvement?    Before  a 
parent  is  precluded  from  interdisciplinary  team 
participation,  should  not  the  Court  bo  order  that  exclusion? 


5.  Page  8  -  Line  2  (B) 

Thdugh  the  plan  calls  for  continuity  of  medical  assistance 
for  severely  disabled  individuals  who  reside  in  a  facility 
or  institution  that  ceases  to  function,  it  provides  no 
assurance  whatever  for  "fche  continuation  of;  residential  - 
services. 

(F)    Refers  to  a  periodic  independent  monitoring  ir  review 
of  the  quality  of  medical  assistance  provided,  but 
fails  to  specify  the  time  intervals  involved. 
Could  they  be  ten  years  apart? 

6.  Page  9  -  Line  6  (H) 
Deals  with  maximum  efforts  made  to  provide  employment  of 
former  institution  employees  affected  by  the  transfer  of 
severely  disabled  individuals  to  community  facilities,  but 
nowhere  in  S. 2053  appears  anything  resembling  assurance  or 
guarantee  that  those  etforts  will  produce  positive 
results.    Other  questions  regarding  employee  loss  are 
ignored  or  overlooked.    Herewith,  a  sampling i 
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(«)    If  S.2053  piiNi,  will  not  the  best  professionals,  and 
lay  staff,  depart  the  facility  as  quickly  as 
possible?'  Who  would  retain  facing  sure  dismissal  in 
XO-yeara,  or  less?-  May  that  not  have  an  adverse  affect 
upon  m any  residents?  * 

(b)  What  of  the/former  Mentally  retarded  residents  who  are 

now  gainfully  employed  at  institutions?    About  50  such 

« 

workers  are  presently  employed  in  Minnesota?    Is  it 
reasonable  to  think  that  they  will  be  able  to  find  / 
employment  elsewhere?' 

(c)  Many  institutions  have  excellent  ongoing  in-service 
training  programs  for  those  who  work  with  the  mentally 
retarded  and  other  handicapped  persons.    How  can  we 
retain  the  experience,  know-how  and  priceless  empathy 
and  enthusiasa  of  those  employees  if  we  threaten  their 
jobs? 

# 

page  11 

Temporary  Increase  in  Federal  Payment  -  Section  3  (7) 
The  5  per  centum  incentive  to  place  severely  disabled 
persons  in  the  comsiunity  promises  dumping  just'  as  surely  as 
the  counties*  financial  incentive  to  place  them  in 
institutions  guaranteed  it.    Both  were/are  wrong. 
Appropriate  placement  must  be  the  prevailing  criteria. 
Incentives  of  a  fiscal  nature  can  only  insure  dumping. 
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Forced  to  confront  thp  possibility  that  S.2053  night  be 
enacted,  1  find  myself  caught  in  a  crossfire  of  frustration, 
astonishment,  uncertainty  and  parental  concern  -a 
combination  of  eviscerating  emotions  not  unlike  the 
helplessness  felt  by  a  black  person  who  was  denied  the  right 
to  vote,  forced  to  sit  in  the  rear  of  a  bus  and  refused  the 
freedom  to  eat  in  a  public  restaurant* 

My  daughter,  and  thousands  of  mentally  retarded  persons  like 
her,  by  this  legislation  will  be.  told  that  they  have  been 
denied  the  right,  and  the  choice,  to  live  either  in. a  state 
institution  or  a  community-based  facility  if  any  of  these 
abodes  exceed  the  new,  mandatory  resident  limits  established* 
by  S.2053.    Instead,  imperiously,  they  will  be  forced  to 
live  in  a  house  sheltering  from  1  to  15  residents,  in  a 
community  not  of  their  choosing,  a  facility  chosen  for  them 
by  some  professional  or  governmental  expert (s)  who  may  or 
may  not  be  governed  by  what  is  most  appropriate,  but  rather 
by  how  little  it  costs. 

Senator  Durenberger,  members  of  the  subcommittee,  at  this 
point  X  should  like  to  share  with  you  some  of  the  feelings, 
opinions,  and  sentiments  contained  in  letters  X  have 
received  from  other  parents  and  juardians  concerning  the 
enactment  of  S.2053. 
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"...As  with  all  human  beings,  there  is  no 
'Oneness1  to  the  retarded  population,  but  a 
complicated  array  malfunction  within  an  already 
complicated  structure' of  human  existence.,  What 
must  be  established  is  a  system  of  care  that  is 
capable  of  matching  the  myriad  of  needs  present  in 
the  regarded  population.* 

DEAN  *.  THOMAS, 
x  Minneapolis,  Minnesota 


"•••Unless  all  the  resources  available  at  an 
institution  are  made  available  in  the  community, 
this  proposed  legislation  is  not  feasible*  Even 
today,,  in  small  outstate  communities  many  of  these 
resources  are  not  available  for  those  already 
released  from  State  Hospitals.    I  strongly  oppose 
S. 2053  and  implore  that  you  and  your  committee 
consider  this  piece  of  legislation  for  what  it  is, 
a  totally  inappropriate  bill  that  does  NOT  protect 
the  best  interest  of  any  retarded  person." 

BERN ICE  UP IN, 
Faribault,  Minnesota 

 :  ,  a  

f 

"...To  rule,  as  in  S.2053,  that  all  mentally 
retarded  Americans  must  exist  in  small  groups'  of 
fifteen  beds  or  less  is  cruel,  thoughtless,  and 
brutal.    We  need  community  and  state  institutions 
for  that  portion  of  the  men tally  retarded 
population  who  need  significant,  supportive 
service^  that  a  group  home  <pould  not  provide." 

FLORENCE  M.  FISKUM, 
Minneapolis,  Minnesota  j 


 hf 
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"...The  'retarded1  are  not  ONE  group  with 
problem  and  therefore  one  solution.    Like  alU  the 
rest  of  society,  each  retarded  person  is  an  \ 
individual,  and  what  is  a  good  living  situation 
for  one  may  or  may  not  work  for  another.  Please 
consider  all  of  the  possible  implications  of  this 
amendment.    Do  not  be  unduly  influenced  by  its 
introduction  by  the  Governmental  Affairs  Committee 
of  ARC -US •    So  called  'experts1  have  been  wrong 
many  times  in  the  past." 

MARIAN  D.  HELLING 
Richfield,  Minnesota 
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•••.Horrified  at  our  first  encounter  with  a  state  I 
institution  some  eighteen  (18)  years  ago. and 
watching  the 'slow  but  progressive  movement  to  the  \ 
present  makes  us  want  to  sing  praises  to  all  the 
people  involved  in  the  program.    They  have  done  a  1 
tremendous  job.    Please  do  not  allow  it  to  slide 
backward.    In  our  opinion  there  is  no  best  way  for 
all.    Some  people  fit  well  in  residential 
facilities.    Our  profoundly  .fcetarded  son  would  not 
fit  this  mold.    He  needs  close  supervsion  and  he 
needs  training.    He  is  receiving  that  now  and  we 
think  he  is  deserving  of  it.    Our  feelings  are 
strong  that f it  would  be  near  impossible  for  him  to 
receive  the  same  in  a  small  unit  somewhere  else 
with  small  staffing,  different  caring  and 
attitudes." 

MR.  fc  MRS.  RICHARD  SCHULTZ 
Bloomington,  Minnesota 


•...The  end  result  would  be  to  force  large  numbers 
of  retarded  citizens  from  their  present 
satisfactory  placement  in  community  and  state 
institutions  and  dump  them  into  inappropriate 
residential,  facilities  that  might  or  might  not  be 
available;  all  this  without  the  retarded  citizens, 
their  parents1  relatives1  or  guardians'  input  on  „ 
planning  or  decision  making." 

GORDON  S.  LUNDBERG 

Richfield,  Minnesota  1  4  • 


"v.,. Not  to  mention  the  exodus  that  would  occur, 
from  them  being  transferred  from  home  to  home, 
funtil  one  at  the  bottom  of  the  scale  would  accept 
them;  to  a  place,  no  doubt,  where  their  only 
interest  is  making  a  buck,  and  the  care  is  non- 
existent.   As  an  example,  I  have  a  tw^n  brother 
that  is  retarded  who  has  happily  spent  most  or  his 
62  years  of  life  in  the  campus  like  surroundings 
of  the  Plribault  State  Hospital,  where  he  has 
always  had  good  care  by  the  staff,  Who  genuinely 
care  about  him;  who  is  also  wheelchair  ridden,  and 
needs  a  big  facility  like  Faribault  with  its 
spacious  grounds  to  roam  around  in. 

{i  ESTER  D.  LEONARDS  ON 
St.  PatriL,  Minnesota 
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"•••At  some  point  in  our  lives  we  art  all  affected 

b?ifJBentf11^r,tlrd,d  person,  whether  it  be  our 
child,  a  brother  or  titter,  a  rtiece  or  nephew #  or 
relative  of  one  whoa  we  are  associated  with.  It 
it  a  sad  commentary  that  ttill  we  are  fighting  for 
the  rightt  of  the  mentally  retarded.      I  urge  you 
to  oppose  S.2053.    I  have  teen  both  tidet  of  the 
cpin,  having  a  mentally  retarded  brother  and  being 
a  teacher  of  the  mentally  retarded. 
I  would  like  to  request. • .that  you  "unofficially" 
spend  a  day  with  profoundly  and  severely  retarded 
persons,  and  justify  the  passage  of  S.2053..." 

j  \  •  ■ 

BETSY  PRATT  LONG  \ 
Tulsa,  Oklahoma 


...One  of  the  premises  behind  3.2053  is  that! 
mentally  retarded  citisens  can  and  should  enjoy 
the  right  to  move  ioxlarger  society  at  will.  Many 
are  capable  of  this,  they  can  go  to  a  Vjob  or  a 
movie  alone,  and  there  are  currently  homes  (maybe 
more  are  needed)  that  can  meet  their  needs. 
However #  there  are  many  retarded  citisens  who  are 
not  capable  of  these  kinds  of  activities,  who 
cannot  care  for  themselves  or  venture  into  larger 
society,  and  to  whom  living  with  a  largi  group  of 
peers  is  of  greater  concern.    To  force  thesis  • 
individuals  to  live  in  a  small  home  witi  only  a 
few  others  with  whom  th#y  can  interact  Ls 
inhumane*..." 


DANIEL  M.  PISKUM 
St.  Paul,  Minnesota 


BIST  Or  ALL  WORLDB 

S.2053  does  have  some  very  outstanding  provisions  which 
should  be  approved  by  Congress.    Medicaid  should  be  extended  to 
cover  some  ot  these  costs t 

1.    Parents,  who  otherwise  would  have  to  if/stitutionalixe 
their  infant  or  child,  should  be  given  medical  Assistance  to 
enable  them  to  choose  to  keep  their  child  at  home  whenever 
possible.    This  option  may  be  best  for  the  child  and  the 

-r  .  / 
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parent.    In  most  cases,  the  cost  would  be  much  less  than  that  of 
the  state  or  community  institution  or  the  ICMFR  group  hone.  In 
some  instances,  the  cost  may  exceed  that  of  the  institution,  but 
the  child1 4  interest  should  prevail  over  the  cost  argument. 
Likewise,  cost  considerations  should  not  force  parents  to  keep 
the  child  at  home  if  it  is  not  feasible  to  do  *o.    Some  families 
can  cope  while  others  might  b«*  cieatroyed  by  having  such  a  child 
in  the  home* 

2.  Foster  parents  should  be  an  option  for  children  who 
can't  live  at  home*    However,  mass  usage  of  foster  parents  is 
also  fraught  with  potential  for  abuse  and  difficulty  in 
monitoring.    For  those  profoundly  and  severely  retarded  who  have 
need  of  24-hour  nursing  care,  or  who  have  severe  behavioral 
problems,  it  may  be  auch  more  difficult  to  find  such  foster 
parents' than  some  experts  atait,  and  also  such  foster  parents 
may  suffer  from  the  same  burn-out  am  the  natural  parents* 
Stability  and  continuity  of  care  is  very  important!    The  use  of 
foster  parents  for  normal  children  has  frequently  resulted  in 
some  of *  those  children  being  shunted  from  foster  home  to  foster 
home  with  dire  consequences  for  the  child* 

3.  Small  foster  homes  which  need  not  meet  ICFMR  standards 
and  regulations  are  another  viable  option  for  some,  but 
certainly  not  all,  mentally  retarded  citizens.  * 

4.  S ami- independent  living  is  another  viable  option  for 
some  mildly  and  moderately  retarded  adult  citizens.    Again,  each 
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individual  must  be  carefully  evaluated  or  disastrous  resulti 
and  do  occur  from  improper  placement*    This  would  not  be 
for  profoundly  retarded  adults  or  for  most  severely  retarded 
adults,  •  ,  , 

5*    Also,  the  small  ICPMR  group  hone  should  be/A  viable 
option  for  some  of  the  retarded  now  living  in  our/*tate  and 
community  institutions.    They,  and  their  parents^  should  have 
the  right  to  choose  and  secure  admission  to  su^fc  facilities. 
However,  the  small  group  hone  is  not  the  answer  for  all  children 
or  adults.  // 

In  other  words,  creating  more  option^  by  extending  Medicaid 


funding  gives  parents  and  their  sons  and/daughters  a  much  better 
opportunity  to  find  the ^proper  residence  and  program.  The 
prevention,  delay  or  diversion  from  placement  in  a  more 
expensive  institution  or  ICPMR  facility  will  save  costs  for  our^- 
taxpayers  and  be  better  for  those  wl^o  cAn  ^5i£4tr^5erefrom. 
However,  too  much  precaution  cannot ^be  taken  to  prevent  cost^~^7 
from  being  the  sole  or  most  compelling  criteria  in  determining 
what  is  or  is  not  proper  care  for  the  individual  person,  in 
Minnesota,  I  understand  that  some  counties  are  inappropriately 
pushing  foster  hone  placements  for  cost  reasons  only. 

m    Such  an  extension  of  Medicaid  to  those  conwunity  and  family 
services  mentioned  above  will  not  eliminate  the  need  for 
community  and  state  institutions  or  for  ICFMH  group  homeV,  but 
it  will  hopefully  reduce  the  demand  for  more  of  such  services 
and  in  this  way  reduce  this  cost  pressure. 
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There  is  one  other  danger  I  believe  should  be  addressed. 
Unless  Congress  and  the  states  increase  appropriations  in  the 
short  run  for  such  family  and.  community  services,  there  is  a 
real  danger  and  probability  that  present  services  funded  by 
Medicaid  will  suffer  cut-backs  in  funding  which  may 
substantially  curtail  the  quality  of  services  presently  being 
provided*    In  the  long  run,  however,  such  an  extension  of 
Medicaid  should  reduce  the  amount  of  or  need  for  increased 
funding* 

  * 

IBM  PHOPOWCTT8  POBITIOi 

The  proponents  of  S.2CT53  obviously  believe  that  all  state 

and  comunity  institutions  are  bad  and  that  all  existing 

community  facilities  having  15  beds  or  less  are  passable,  but  in 

the  future  nothing  should  be  funded  by  Medicaid  if  larger  than  3 

times  the  average  family  household  size  which  in  my  state  would 

be  8* 

In  trying  to  convince  you  that  all  institutions  are  bad, 
they  show  you  publicity  of  Pennhurst  and  Willowbrook  and  I 
understand  Senator  Weicker's  committee  ls_ investigating  the  10 
worst  institutions  in  the  nation,  as  opposed  to  any 
investigation  of  the  beat. 

They  and  the  media  only  point  out  the  bad  and  not  the  good 
in  our  institutions*    They  should  realise  that  all  state  and 
community  services,  including  all  residential  facilities,  vary 
from  quite  poor  to  quite  good*    Because  some  are  quite  poor  does 
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this  mean  we  should  destroy  all?    in  our  nation  there  are. some 
bad  and  excellent  nursing  tiomes.    Should  Congress  withdraw  all 
Medicaid  funding  from  all  nursing  homes  because  some  are  bad? 
Of  course  not!    There  are  recent  developments  enabling  some  who 
want  to  live  in  their  homes  or  in  smaller  less  expensive 
facilities  to  receive  Medicaid  assistance.    This  makes  aenaei 

The  proponents  also  overlook  the  vast  improvements  in 
physitfSlT^twnts  and  staffing  and  individualized  programming 
which  ttave. occurred  recently  in  our  state  and  community 
institutions  since  the  advent  of  the  1977  ICPMR  Law.    Many  of 
these  improvements  have  taken  place  in  the  past  3  years. 

The  proponents  arrogantly  persist  in  trying  to  place  all 
mentally  retarded  people  and  their  parents  in  the  same  lock- 
step,  iron  pants  mold.    The  proponents  know  best  and  the 
thousands  and  thousands  of  parents,  who  have  sons  and  daughters 
residing  in  state  and  community  institutions  are  all  wrong.  The 
proponents  fail  to  realize  What  many  of  our  retarded  sons  and 
daughters  have  much  more  freedom,  much  less  restriction,  much 
safer  surroundings  and  a  more  professionally  supportive,  more 
loving  and  happy  environment  in  the  larger  facility  than  they 
would  receive  in  the  small  group  home  for  6  or  less. 

Some  of  the  proponents  advance  cost  saving  as  the  rationale 
for  institution  closure,  but  many  now  are  backing  away  from  that 
position.    In  1963,  Minnesota  had  6#lo6  residents  in  state 
institutions.    This  was  reduced  to  2,300  plus  at  the  end  of 
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1962.  To  compare  the  cost  of  care  of  the  mildly  and  moderately 
and  even,  severely  retarded  who  live  i'n  community  homes  with  the 
cost  of  caring  for  those  profoundly  and  severely  retarded  who 

now  remain  in  the  institutions  is  comparing  apples  with  oranges. 

v 

4 

Recosmenda  t  long 

a.  S.2053'  should  be  withdrawn  or  Killed  now. 

b.  The  Federal  Government  should  not  force  or  plan  closure 
of  all  or  most  institutions  now.    The  state  of 
knowledge  is  too  soft. 

c.  States  must  decide,  or  play  a  major  role  in,  any  such 
closure*  decision. 

d.  More  experience  with  and  study  of  the  federal 
■Community  Care  Waiver"  law  is  necessary.    Why?  To 
insure  that  placement  decisions  are  in  fact  being  made 
based  upon  what  is  most  appropriate  for  each  individual 
and  not  made  upon  what  is  the  least  costly*  Otherwise 
there  will  surely  be  massive  dumping  or  forcing  of 
mentally  retarded  people  out  of  the  State  and  Community 
institutions  and  ICFMR  Group  Hoys  into  inappropriate 
small  community  residences,    /his  would  be  true  whether 
closure  or  forced  reduction  of  population  were  involved. 
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COWCLDSIOW 

No  person  who  is  mentally  retarded  should  be  denied  the  right 
to  live  in  either  a  community  or  in  a  State  or  Community 
institution.    Nor  should  such  person  be  obligated  to  live  in 
either  because  there  are  no  other  viable  options* 

The  proponants  of  S-2053  are  willing  to  upset  or  destroy  the 
entire  cart  in  order  to  find  a  few  bad  apples.    The  bad  apples  may 
be  found  by  this  method  but  the  apod  ones  have  then  already  been 
dumped  out. 

I  appreciate  the  opportunity  to  appear  before  you  and  to 
submit  this  written  statement.    I  am  confident  this  Subcommittee 
will  do  what  is  just  and  right. 

Melvin  D.  Heckt 
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Senator  Durenberger.  Thank  you  very  much. 

Senator  Chafee.  >> 

Senator  ChAPEE.,The  next  witness  will  be  Christine  Craddy,  from 
Cranston,  who  was  formerly  in  one  of  our  institutions  in  Rhode 
Island.  1 

All  right,  Christine,  go  to  it. 

STATEMENT  OF  CHRISTINE  CRADDY,  CRANSTON,  R.I.,  FORMER 
RESIDENT  OP  AN  INSTITUTION  \  • 

Ms.  Craddy.  Mr.  Chairman,  I  have  something  very  important  to 
tell  you.  I  used  to  live  at,  Ladd  School,  since  I  was  5  years  old.  Now 
I  am  out  in  the  community  living  in  a  group  home  with  eight  other 
people— banking,  shopping,  doing  my  own  haircuts. 

The  food  was  very  terrible.  We  used  to  be  the  last  building  to  eat. 
It  was  very  cold.  I  didn't  have  very  much  *  *  *.  The  clothes  didn't 
fit.  My  relatives  used  to  buy  me  new  clothes— they  used  to  lose 
them.  And  I  don't  think  anybody  else  should  live  in  an  institution,  f 
If  you  are  going  to  put,  them  anywhere,  put  them  in  a  group  home. 

Thank  you. 

Senator  Durenberger.  Thank  you,  Christine.  [Applause.] 
[Ms.  Craddy's  prepared  statement  follows:] 
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TESTIMONY 

.  \  ■  •  ■ 

provided  to  the 
Senate  'Sub-Committee  on  Health 


on 
S.2053 


\ 


by  Christine  Craddy  ^ 
6  35  Dyex  Avenue 
Cranston,  RI  02<  20 
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\    S.2053     »  , 

My  name  is  Christine  Craddy  and  I  am  a  resident  *of 
a .group  home  in  Cranston,  Rhode  Island, 

I  lived  in  an  institution,  called  La'dd  School/ 
from  the  time  I  was  five   (5)  years  old  (until  I  was 
nineteen   (19) .  * 

When  I  was  at  Ladd,  I  was  scared  rhost  of  the  time  and 
I  was  very  lonely.     Sometimes  I  would  go  -home  on  weekends 
and  when  I  was  taken  back  to  Ladd  I  would  cry  for  a  long 
time.  . 

Most  of  the  time  at  Ladd  we  would  watch  television  ali 
day.     Lots  of  times  I  wore  clothes  that  didn't  fit.  I 
think  that  we  were  the  last  building  to  get  fed  because 
the  food  was  always  cold  and  it  wasn't  very  good. 

At  Ladd  I  spent  all  of  my  time  in  a  wheelchair.     Now  I 
use  a  walker  and  I  "even  go  to  the  dance  on  Friday  night. 
When  I  dance  I  don't  need  the  walker. 

I  have  lived  in  the  group  home  for  eight  (8)  years  now, 
and  I  am  very  happy. 

*  ** 

I  have  come  a  long  way  .—  from  braces  to  special  shoes 
and  from  a    wheelchair   to  a  walker. 
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'  Christine  Craddy 
Page  2 


In  the  group  home  I  help  make  supper,  do  my  own 
laundry,  go  shopping  and  pay  for  the  hairdresser  myself. 


At  Ladd  I  used  to  stay  in  the  ward  all  day  and  go  to 
the  dining  hall  to  eat  and  that's  about  all. 


trips  to  Virginia,  Florida,  New  Hampshire  and  Canada. 
I  saved  my  ownj money  for  these  vacations  from  working  at 
the  cehte'r. 


to  be  out* of  Ladd. 

a 

I  think  everybody  would  like  to  be  out  of  Ladd. 
Somebody  should  just  ask  them  what  they  would  like. 


Since  I' 


ve  been  living  on  Dyer  Avenue,  I  have  taken 


I  work  every  day  at  the  center.     All  of  us  are  glad 


Recorded  by : 


Submitted  by: 
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Senator  Chafee.  Thank  you  Christine. 

Senator  Durenberger.  Our  next  witness  will  be  Peter  Kinzler, 
from  Alexandria,  Va.  * 

STATEMENT  OF  PETER  KINZLER,  ON  BEHALF  OF  THE  PARENTS' 
NETWORK  AND  PARENTS  AND  ASSOCIATES  OF  THE  NORTHERN 
VIRGINIA  TRAINING  CENTER,  ALEXANDRIA,  VA. 

Mr.  Kinzler.  Thank  you,  Senator  Durenberger. 

In  1978,  when  I  first  considered  putting  my  child  in  an  institu- 
tion, my  image  of  an  institution  was  probably  that  shared  by  many 
of  the  Senators  and  other  people  who  have  not  had  children  there 
and  have  not  had  the  opportunity  to  visit  that  it  was  a  warehouse 
with  beds  lined  up  along  a  wall,  people  shackled  in,  et  cetera. 

Fortunately,  it  was  not  that.  Quite  to  the  contrary,  the  Northern 
Virginia  Training  Center  is  a  very  bright,  cheery  place  with  small 
units  and  extremely  dedicated  and  knowledgeable  staff. 

When  we  circulated  copies  of  Senator  Chafee's  bill  around  the 
country  to  parents'  groups,  we  discovered  that  other  parents  were 
similarly  satisfied.  And  as  a  result,  The  Parents'  Network  now  rep- 
resents  60,000  parents— people  with  first-hand  experience— in  38 
States.  We  suggest  that  institutions  really  deserve  their  new  name 
of  "training  centers."  It  is  more  appropriate.  / 

We  do  not  object  at  all  to  community  Hying  arrangements.  We 
think  they  are  entirely  appropriate  in  many  situations.  We  think 
there  is  plenty  of  experience  that  shows  mey  work  extremely  well 
with* many  mildly  and  moderately  retarded  people. 

Wje  would  submit  that  their  experience  with  severely  and  pro- 
foundly retarded  is  far  more  limitecT&nd  far  more  questionable. 
There  are  some  good  experiences  and  there  are  some  bad  ones.  For 
example,  I  have  submitted  for  the  recprd  an  experience  from  Flori- 
da where  16  people  who  were  moveo  out  of  institutions  into  group 
homes  died  within  a  short  period  of  time,  largely  because  of  lack  of 
knowledge  in  the  medical  care.  j 

What  we  need  are  not  anecdotes,  but  well-analyzed  data. 

The  cost  questions  are  difficult  ones.  The  studies  that  we  have 
*seen  tend  to  compare  apples  and  oranges — the  mildly  and  moder- 
ately retarded  in  the  community  with  the  severely  and  profoundly 
retarded  in  institutions.  They  compare  different  constellations  of 
services.  Again,  more  serious  analysis  is  needed. 

What  do  we  favor?  What  we  favor,  first  of  all,  is  more  money. 
There  simply  is  no  substitute  for  money.  Senator  Chafee  has  re- 
ferred to  the  fact  that  there  may  be  anywhere,  between  750,000  and 
2  million  people^out  there  who  would  be  eligible  for  medicaid  under 
his  bill.  How  you  squeeze  services  for  all  those  people  out  of  the 
same  pot  of  dollars,  L  don't  know.  I  don't  think  it  is  feasible. 

What  we  think  would  be  extremely  useful  would  be  to  eliminate 
the  existing  bias  in  the  medicaid  program  so  that  people's  needs 
would  be  determinative,  not  the  availability  of  funds, 

Finally,  if  there  is  one  thing  that  could  be  done  immediately, 
that  would  be  to  take  the  mildly  and  moderately  retarded  who  are 
in  institutions  who  do  not  belong  there  and  move  those  people  into 
the  communities. 

Thank  you,. Senator. 


9 

lf>m\\\\-m\  0-84  18 


4 


268 


Sertator  Chafee.  Thank  you,  Mr.  Kinzler. 

The  next  witness  is  Eileen  LeVasseur  from  Barrington,  R.I. 

[Mr.  Kih^ler's  prepared  statement  follows:] 


/ 
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Principal  Points  of  Peter  Kinzler,  of  the  Parents  Network, 
in  Opposition  to  S.  2 0 S 3 
the  Community  and  Family  Living  Act  Amendments  of  1983 

1.  Parents  Network  represents'*  t>0,  000  parents  of  mentally 
retarded  children  who  live  in  institutions  in  38  states, 

2.  Ke  believe,  on  th^basis  of  first  hand  experience,  that 
most  of  today's  institution?  for  the  mentally  retarded  are  well 
run  places  that  provide  quality,  care  and  training  for  our  children. 

"3.     Community  living  arrangements  for  severely  and  profoundly 
retarded  persons  'are  still  in  an  experimental  stage.    To  date,  v 
most  community-based  residences  hatfe  dealt  with  mildly  arid 
moderately  retarded  people,,  those  who  can1  dress  and  feed  themselves^  J 
and  hold  jobs  in  the  community.    'Community  experience  wit,h  severely 
and  profoundly  retarded  people those  whose  trainabilityi  is  very 
limited  and  who  need  around-the-clock  care--  is  very  limited  and 
has  not  been  subject-ed  to  rigorous  analysis.     Many  expertj  observers 
in  the  field  suggest  that  other  factors- ■ such  as  the  grouping  of 
residents  and  the  qualifications  of  staff--   are  more  relevant  to 
development \  '  \ 

4.     Existing  data  on  the.  relative  costs  of  institutions  and  . 
community  living  arrangements  are  contradictory  and  inconclusive . 
Most  of  the  studies  are  fatally  flawed,  in  that  they  tendl  to* 
compare  the  costs  of. less  retarded  individuals  in  the  community  • 
with  those  of  the  more  severely  retarded  residents  of  insti- 
tutions, and  they  compare  a  different  constellation  of  services. 
Where  similar  residents  and  services  are  compared,  the  costs 
appear  to  be  about  the.,  same.     There  is  no  reliable  data  to 
support  the. contention  that  even  one  more  person  can  be  served 
for  the  same  dollars,  nevertheless  that  two  to  three  times  the 
present  population  could  be  served.  •  . 

kg     5.     Parents  have  a  number  of  questions  about  what  would 
happen  to  our  children  in  the  community  living  arrangements 
envisioned  in  5,   2053.     How  would  the  many  services  now  pro- 
vided at  institutions  —  from  different  types  of  therapists  to. 
medical  care--  be  provided  ?    Would  bad  apples  amorfg  the  stayff- 
(be  weeded  out  rapidly  ?    dould  Medicaid  monitor  100  times  the 
number  of  living  arrangements  they  now  monito'r  with  any  reasonable 
assurance  of  maintaining  quality  ?    What  will  happen  to  the 
residents  who  are  left  behind  in  institutions  when  a  financial 
•crunch  occurs  ? 

6.     Some  actions  can  be  taken  now  to  better  meet  the  needs 
of  all  severely  and  profoundly  retarded  people.     One,  the  states 
«nnt)  the  federal  government  can  provide  more  money.     Two,  the 
bias  in  Medicaid  in  favor  of  institutional  funding  should  be 
eliminated^ building  on  the  present  waiver  program.  Three, 
mo^t  mildly  and  moderately  residents  of  institutions--  those 
most  demonstrably  capable  of  benefitting  from  living  in1 the 
community--  should  be  moved  there.     Finally,  we  must  develop 
a  con.tinuum  of  services  from  private  homes  to  g-roup  homes  to 
•institutions  to  assure  that  the  individual  needs  of  the  retarded-- 
and  not  t^eneeds  of  those  with  an  ideological  predisposition- 
are  best  served. 
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.Statement  of  Peter  Klnzler 

on  behalf  of 
f    the  Parents'  Network 
*  and  >  - 

Parents  and  Associates  of  the  Northern  Virginia  Training  Center 

1n  opposition  to  „ 
S.  ?053,  Y 
the  Community  and  Family  Living  Act  Amendments  of  W83 
befoVe  the  Health  Subcommittee 
of  the 

Senate  Finance  Committee 
February  27,  1984 

I  am  testifying  today  as  t.he  parent  of»  a  severely  to  profoundly  retarded 
son  who  resides  1n  an  institution,  on  behalf  of  the  parents  of  that  institution 
and  on  behalf  of  the  Parents  Network,  an  informal  organization  of  more  than 
60,000  parents  of  mentally  retarded  children  who  live  in  institutions.  The 
Network  sprung  up  more  or  less  spontaneously  in  the  Summer  of  1983  1n  reaction 
to  a  legislative  proposal  by  the  Association  for  Retarded  Citizens  to  phase 
out.  over  a  10  tor 15  year  period,  all  Medicaid  funding  for  institutions  for 
the  mentally  retarded,    This  concept  has  been  incorporated  Into  S,  2053.  ■ 

We  are  generally  very  satisfied  with  the  care  our  children  are  receiving 
in  today's  institutions, which  more  accurately  deserve  the  name  "training  centers. 
While  we  are  well  aware  of  the  need  for  more  community  living  arrangements-- 
and  fully  support  additional  funds  for  their  creation--  we  believe  they  a^e 
needed  to  supplement,  not  replace,  institutional  care.    What  is  needed  Is  h 
continuum  of  care  so  that  retarded  citizens  can  receive  the  most  appropriate^ 
care  to  fit  their  needs.    Unfortunately,  S.  2053  would  fund  more  community  lining 
arrangements  by  cutting  off  federal  Medicaid    funds  for  institutions  ^jThis  \ 
approach  would  surely  mean  the  closing  of  most  If  not  all  institutions.    There-  \ 
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fore,  as  the  parents  of  the  children  who  would  be  most  directly  affected  by 
» 

this  legislation,  we  vehemently  oppose  enactment  of  S.  2053. 

Let  me  state  to  you  as  clearly  and  succinctly  as  I  can  the  basis  for 
our  opposition. 

Most  of  Today's  Lnstituti onj'for_the  Mentally  Retarded  Are  Well  Run  Places 
that  Provide  Quality  Care  and  Training  for  the  Residents 

Thanks  to  years  of  effort  by  thousands  of  people—  Including  many  members 
or  former  members  of  the  Association^  for  Retarded  Citizens--  today's  1nst1tu-> 
tions  no  longer  are  the  warehouses  pf  the  turn  of  the  century  that  often  come 
to  the  minds  of  people  who  do  not  have  relatives  1n  Institutions.    As  parents, 
we  could  never  place  our  children  1n  warehouses. 

Federal  Medicaid  funds  and  standards  have  played  a  major  role  in  the 
drastic  Improvement  1n  the  quality  of  Institutions.    My  son  lives  on  a  brightly 
colored  unit  with  12  other  residents  and  sleeps  1n  a  room  with  two  other  children. 
He  goes  out  into  the  community  for  school  eac^h  day  and  when  he  returns  to  the 
institution, he  has  training  programs  for  eating,  walking,  dressing  and  toileting, 
among  others.    The  staff  1s  generally  caring,  committed  and  creative. 

Tighter  enforcement  of  existing  Medicaid  standards  or  adoption  of  even 
tougher  standards,  such  as  those  presently  being  considered  by  the  Department 

r.  \ 

of  Health  and  Human  Services,  could  make  our  children's  \res1dences  even  better 
places.  \ 

\  \ 

To  say  that  institutions  have  come  a  long  way  from  the  olden  days  not 
to  say  that  all  abuses  have  been  eliminated.    There  are  still  some  instances 
of  Improper  care  and  even  violence  1n  institutions  — and  every  possible  effort 
should  be  taken  to  root  out  these  problems, 

^  To  be  fair,  however,  one  must  recognize  that  these  same  problems  exist  in 
society  as  a  whole  and  even  in  community  living  arrangements,    For  example, 
a'sertes  of  articles  in  the  summer  of  1983,  copies  of  which  are  attached  for 
inclusion' in  the  hearing  record,  recount  how  16  residents  of  an  institution  who 
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were  moved  Into  newly  built  group  homes /in  Florida  died  soon  after  they  were 


moved.    The  reasons  for  their  deaths  va 


•y  from  improper  nursing  and  medical 


care  to  "transfer  trauma,"  a  medical  theory  that  some  people  lose  the  will  to 
live  after  being  taken  from  familiar  surroundings.    As  a  result  of  these 
unnecessary  deaths,  further  transfers  wfcre  halted. 

■  .  I  do  riot  cite  this  example  to  suggest  that  theje  problems  are  rampant  in 
community  living  arrangements,  any"  more  than  similar  anecdotal  information 
demonstrates  widespread  problems. in  Institutions.    There  is  no  comprehensive 
data  to  prove  either  case.    The  key  polnUis  that. protection  of  the  handicapped-- 
in  and  out  of  institutions--  Is'  particularly  crucial  because  most  handicapped 
people  are  not  capable  of  protecting  themselves. 

In  short,  ve  do  not  maintain  that  institutions  are  perfect  residences  nor  . 
that  all  of  them  are  run  as  well  as  we'd  likc\  to  see  them  run.    But  we  do  know 
from  first  hand  experience  that  there  are  many,  well  run  institutions  in  all  parts 
of  the  United  States  that  provide  significant  benefits  to  our  childrery/'  Under 
these  circumstances.,  we  think  the  advocates  of  legislation  that  would  inevitably 
result  in  closing  many*  If  not  most,  of  our  children's  residences  have  an 
enormous  responsibility  to  demonstrate-  that  our  children  can  be  equally  or  better 
served  in  community- based  residential  facilities. 

Gj;o MJLHotSS. .and. .Related  Conrouni ty-based  L ^ vjn^^cjj^itjjx r, A^lgly^ 

P  r o  f b  u i  nd )x  .Re  tj  r  ded  Jfer  sjhis_  Are  Still  ,i.n  an  Experimental  Stage/ 

/ 

For  the  most  part,  group  homes  have  been"  used  for  the  mildly  to  moderately 
retarded  who  do  not  have  Severe  medical  or  behavorlal  problems.    We  think 
tfjeir  track  record  in  serving  this  population  Indicates  ^t  most  such  people 
who  now  live  in  institutions  can  benefit  from  placements^'  in  community  living 
facilities.  j 

However,  most  residents,  of  Institutions  today  are/not  mildly  or  moderately 
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retarded.    They  cannot  dress  and  feed,  themselves  and  hold  jobs  in  the  community. 
They  are  severely  and  profoundly  retarded;  people  whose  tra inability  is  very 
limite-d  and  who  need  around-the-clock  care. 

The  present  Population  of  institutions.T-where  more  than  76%  of  the 
residents  are  severely  or  profoundly  retarded— reflects  the  success  over  the 
past  decade  of  moving  many  mildly  and  moderately  retarded  people  out  of 
institutions  into  the  community.    Over  the  past  10  years >  this  movement  has 
resulted  in  a  37%  decline  in  the  institutional  population.    At  the  same  time, 
the  residents  who*  remain  in  institutions  and  those  children  and  adults  who  have 
replaced  some  of  the  ones  who  moved  into  the  contnunlty  are  far  more  retarded 
and  multiply  handicapped.  (  * 

.The  number  of  severely  and  profoundly  retarded  persons  1n  community-based 
facilities  today  Is  very  small.    The  studies  of  how  these  people  fare  are  few 
and  inconclusive;  and  all  tne  available  evidence  suggests  that  1t\is  more  a 
question  of  the  way  1n  which  groups  of  individuals  and  sta}f  are  organized 
than  the  aize  of  the  residence.    Pursuant  to  thi:  concepti  many  of  the  larger 
institutions  redesigned  their  larger  wards  in^smaller  units.    Other  factors 
.such  as  geographical. location ,  resident  background,  average  age  and  the 
qualifications  of  the  staff  have  been  found  to  be  more  important  1n  the  develop- 
ment of  the  clients  than  the  size  of  the  facility. 

The  experience  to  date  suggests  that  the  concept  that  "biggess^is  bad" 

has --no -piacs  truth  when  applied  to  the  residences  of  the  mentally  retarded  than  it 

\ 

does  to  the  "size  o{  corporations  or  universities.    The  experience ■  to  date 
would  justify  more  experimentation  with  placing  severelyl  and  profoundly 
retarded  persons  in  community  living  arrangements*  but  A  in  no  way  would  justify 
moving  all  such  people  into  the  community.    What  1s  needed  is  more  experimentation 
and  study;  not  more  demagoguery .    However  appeal  incj  1t  ll  for  people  wtoo  do 
not  have  children  in  institutions  to- want  to  place  our  children  in  grpup  homes 
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<  with  white  picket-  fences,  we  the  parents  want  proof--  empirical  data,  not 
articles  of  fa\th—  before  We  acquiesce  1n  moving  our  children  from  ^fvironments 
1n  which  they  are  doing  well. 

Existing  Data  on  the  Relative  .Cpsts  of  Institutions  and  Community  Living  ' 
Arrangements  Are  Contradictory  and  Inconclusive 

The  ARC  has  stated  that  cost  studies  demonstrate  that  for  the  same  money 
we  can  serve  two  or  three  times  as  many  mentally  retarded  persons  1n  community 
living  arrangements..  Based  1n  substantial  part  on  this  assumption,  S.  2053  ' 
would  increase  the  number  of  eligible  Recipients  of  Medicaid  funds  at  least 
two  to  three  hundred  percent,  and!  perhaps  by  as  much  as  700%. 

Unfortunately,  the  cpst  studies  do  not  support  the.basic  premise.  A 
fair  reading  of  them  shows  that  most  are  fatally  flawed  1n  conception.  Many 
compare  the  costs  of  the  typical  resident  of  a  group  home-    a  mildly  to 
..moderately  retarded  individual--  with  the  typical  resident  of  an  institution,  \ 
a  severely  to  profoundly  retarded  person.   yIn  addi tion ,  many  of  the  studies 
do  not  compare  the  same  constellation  of  services.    In  short,  for  every  study\ 
th,at  says  that  group  homes  are  cheaper,  .there  1s  onethat  says  that  institutions 
cost  less. 

Where  similar  residents  and  services  are  compared,  the  costs  appear  to 
be  about  'the  same.    In  Northern  Virginia,  for  example,,  several  intermediate 
care  facilities  for  the  mentally  retarded--  which  house  8  to  10  severely  to 
profoundly  retarded  persons  apiece,    Including  some  who  have  been  discharged  from 
the  nearby  1nst i tution--have  found  that  their  actual  costs  of  care  exceed  the 
per  diem  costs  at  the  institution. 

The  question  of 'costs  is  an  Important  issue.    What  is  needed  here  1s 
for  proponents  and  opponents  of  the  different  living  arrangements  to  sit  down 
together  and  agree  upon  a  proper  methodology--  perhaps  with  some  prodding  and 
.funding  from  the  Congress--  and  then  hire  an  independent  consultant  to  assess 
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the  real  costs  of  caring  for  the  severely  and  profoundly  ^retarded  in  institutions 
and  commim.ity |-1  ivlng  arrangements. 

If  S.,  ,2053  }/ipuX^,*!iVfir^P^!%^!^  QuaHty  of  Care  for  People  Who  Are  Now  Residents 
•  of.  Institutions,  Why  Are  the  Parents  So  QpposeJ? 

Many  parents  fought  long  and  hard  to  .establish  regional  trai^ng  centers 
so  that  their  children  could  live  1n  a  quality  residential  environment  ciose  to 
them.    Parents  who  have  lived  through  all  the  difficulties  and  uncertainties 
of  having  handicapped  children  are  particularly  anxious  to  make  sure  their 
■children  will  reside  In  a  qualify  facility  for  the  rest  of  their  lives.  To 
suggest  that  the  certainty  of  good  care  that  now  exists  will  be  replaced'  by  an 
uncertain  scheme  is  very  threatening.    In  short,  parents  nationwide  are  pleased 
with  the  present  situation  and  see  no  reason  to  trade  it  1n  for  a  system  that  at 
best  might  provide  the  same  quality  and  at  worst  miqht  have  disastrous  cpnsequences. 

Presently,  our  children  live  1n  places  with  substantial  'resources, on  hand- 
people  experienced  in  how  best  to  deal  with  a  bhoad  range  of  behavorlal  problems, 
including  aggression,  property  destruction,  self-Injury,  etc.»  and  who  are  well 
grounded  in  current  statetof-the-art  technology,   expertise  not  Immediately 
available  In  a  small  community-based  residential  setting.    In  addition,  our 
children  have  at  hand  the  skilled  servicesof  physical  and  occupational  therapists, 
social  workers,  doctors,  nurses,  dietitians,   advocates  and  local  human  rights 
committees.  ^ 

We 'have  many  questions  about  bowinJKchi  1  dren  would  fare  1n  community 
living  arrangements.    Would  they  have  prompt  access  to  all  of  these  experts,  or 
would  they  have5 to  wait  a  week  or  a  month  until  the  experts  could  get  to  the 
house?   We  know.how  badVy  the  local  hospitals  handle  our  children.  Would  there  be 
small  community  -faci  11  t1esx  with  doctors  who  understand  t.ielr  problems  and  needs? 
What  would  happen  to  people  who  have  lived  In  Institutions  for  decades?    Is  it 
really  feasible  to  move  them  out  without  Inflicting  grievous  harm? 

What  would  happen  to  our  kidY  when  one  of  the  staff  was  a  bad  apple? 
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Who  else  would  be  around  to  report  that  person?   How  would  the  facilities 
maintain  the  same  kind  of  continuity  that  exists  In  Institutions  now  when  they 
had  the  kind  of . Inevi table  turnover  that  comes  from  burnout  on  the  job  and  low 
financial  rewards?    Could  Medicaid' and  other  interestecTgroups  possibly, 
monitor  the .quality  of  20,000  community  living  arrangements  as  well  as  they 
presently  monitor  260  institutions? 

Finally,  if  group  homes  are  to  be  opened  up  by  definition  to  a  potential 
universe  of  retarded  citizens  many  times  the  size  of  those  now  receiving 
Medicaid  funds--  with  no  criteria  for  choosing  among  applicants--  then  the 
odds  are  great  that  many  of  our  children  will  have  no  place  to  go  when  the  . 
states  choose  to  close  the  Institutions  to  save  money.    Or,  1 f -a  state  kept 
some  of  the  institutions  open,  they  would  be.  far  away  from  many  of  the  parents 
and  likely  to  be  grossly  underfunded.    S.  2053  may  say  that  any  remaining 
institutions  would  have  to  maintain  certain  Medicaid  standards but  when  the 
financial  crunch  hits  who  is  to  say  that  those  standards  won't  be  reduced  or 
laxly  enforced?  /  . 

Without  criteria  for  admltj/lng  applicants  Into  group  homes,  It  Is  even 

possible  that  the  bill  might  h'ave  the  perverse  effect  of  a1d.1n<)  mildly  and 

/  i 

moderately  handicapped  Individuals  to  the  detriment  of  the  severely  and 
profoundly  retarded.    This  result  could  come  to  pass  If  states  chose  to  serve 
the  less  retarded  first  In  community  living  arrangements  because  they  are  less 
expensive  to  care  for,  ile.*  they  could'  serve  more  people  for  the  .sW  dollars. 

We  deeply  empathize--  and  we  emphasize  the  word  empathize--  with  parents 
whose  retarded  children  live  at  home,    We  have  been  there  and  we  know  how 
difficult  it  is.    However,  we  know  of  no  magic  that  can  stretch  the  $3  bill  Ion 
in  Medicaid  funds  being  spent  on  the  most  retarded  children  ljvlng  In  institutions 
to  provide  services  for  three  to  seven  times  that  population.    The  hard  data 
simply  isn't  there  to  demonstrate  that  we  can  serve  even  one  more  retarded 
person  and  maintain  the  present  level  of  quality  care  by  moving  the  retarded 
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into  community  living  arrangements.    The.  answer  lies  Inmore  money  and,  until 
such  time  as  the  necessary  funds  are  secured,  a  rational  society  always  must 
devote  its  limited  dollars  to  those  people  who  are  in  the  greatest  need. 

If  S.  2053  Is  Not  Acceptable!  What  Can  Be  Done  to  Aid  People  Who  Could 
Best  Be  Served  in  the  Communi ty,  Whether  They' re  Living  in  Institutions  or 
at  Home  Presently?  , 

The  first  answer  is  that  more  money  is  needed.    There  .is  no  substitute 
for  dollars..  Realistically,  with  $200  billion  deficits  faci.ig  the  federal 
government  for  as  far  as  the  eye  can  see,  there  is  not  lifeiy  to  be  much 
help  forthcoming  from  the  federal  government.    Therefore,  the  states  may  be 
the  places  to  look.    Many  of  their  economies  have  picked  up  and  the  necessary 
monies  would  appear  smaller  on  a  state-by-state  basis.    Moreover,  it  would 
avoid  the  potentially  disastrous  effects  of  imposing  a  national  solution 
on  the  very  different  worlds  that  exist  in  different  states.. 

Second,  we  must  eliminate  the  bias  in. the  Medicaid  program  that  favors 
institutional  funding.  We  believe  the  Congress  made  an  impressive  start  in 
that  direction  with  the  Medicaid  waiver  program  and  we  understand  some  33 

\ 

states  have,  applied  for  waivers.  That  program  should  be  expanded  so  that 
Medicaid  funding  is  authorized  for  group  homes  on  the  same  basis  as  it  is 
JoY  institutions,  4  \  ' 

Third,  emphasis  should  be  placed  first  on  moving  the  mildly  and  moderate 
retarded,  those  without  major  physical  or  behavorial  problems,  out  of  the 
institutions  and  into  group  homes.    These  are  the  people  everyone  agrees  are 
mo^t  capable  of  benefitting  from  living  in  the  community. 

Fourth,  the  role  of- the  parents  in  caring  for  their  children  must 
continue  to  be  respected.    We  love  /ui;  kids  and  know  more  about  them  and  what 
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is  best  for  them  than  all  of  the  j^ofessional s  1'n  this  field.    Imagine  how 
jnyry  you  would  be  if  a  teacher  told  you  that  you  were  raising  your  children 
incorrectly  and  that  he  or  she--  the  teacher—  was  going  to  correct  the  problem. 
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And  that  teacher  had  the  authority  to  do  so.    It  1s  the  height  of  arrogance 
and  patronizing  for  people  who  are  not  in  our  situation  to  tell  us  that  they 
know  what  1s  best  for  our  children*  that  all  we  need  to  appreciate  that*  they 
are  correct  1s  to  be  "educated.11 

Until  there  has  been  extensi veyexpeHence  in  group  homes  with  the  many 
different  kinds  of  children  who  are  severely  and  profoundly  retarded  and  that, 
experience  has  been  quantified  and  evaluated  dnd  truly  shown  to  provide  better 
care  for  all  our  children,  we  will  continue  to  support  federal  funding  for  our 
Institutions.    We  must  maintain  a  continuum  of  services  from  private  homes 
to  group  homes  to  institutions  to  assure  that  the  particular  needs  of  our 
children--  and  not  the  needs  of  those  with  an  ideological  predisposition-- 
are  best  served. 

STATEMENT  OF  EILEEN  LeVASSEUR,  HARRINGTON,  R.L,  MOTHER 

OF  A  RETARDED  CHILD 

Ms.  LeVasseur.  Gentlemen,  my  name  is  Eileen  M.  LeVasseur.  I 
am  almost  80  years  of  age,  and  among  my  several  children  is  my 
daughter  Marion,  who  is  45  years  old  and  severely  retarded  and  in 
a  wheelchair, 

Due  to  the  lack  of  community  support  services  at  the  time,  plus 
the  needs  of  my  other  children,  I  took  action  to  place  my  daughter 
at  the  Ladd  School  in  Exeter,  R.L,  in  1954.  She  lived  there  for  29 
years  until  early  1983,  when  she  was  placed  into  a  very  nice  group 
home  with  five  other  women,  a  few  miles  from  my  home. 

I  visited  my  daughter  aKleast  weekly  during  all  of  those  years 
she  lived  in  the  institution,  and,  frankly,  I  was  opposed  to  group 
home  placement  when  it  was  first  suggested  as  a  possibility  during 
1978-79, 

Most  members  of  the  Parents'  Association  of  Ladd  Center  were 
likewise  opposed  to  the  concept,  because  no  such  community  homes 
existed  prior  to  1980.  I  served  as  president  of  the  Ladd  School  Par- 
ents' Association  for  6  years,  andfc  my  other  daughter,  who  is  with 
me  today,  has  served  as  president  for  4  years. 

Today,  all  of  us  in  the  organization  and  all  of  my  family  are 
proud  of  Marion's  new  home.  We  support  the  idea  of  community 
residences  completely,  because  we  have  seen  with  our  own  eyes 
how  much  better  they  are  for  our  retarded  children  than  the  insti- 
tutions we  have  known/ 

For  this  reason,  we  support  Senator  Chafee's  bill,  S.  2053. 

Thank  you. 

"fhis  is  my  statement  today.  We  have  much  more  to«  say,  but  I 
guess  we  will  have  to  wait  for  a  later  date.  Thank  you.  \ 

Senator  Chafue.  Well,  thank  you  very  much,  Mrs.  LeVasseur. 

We  have  had  some  discussion  here  on  the  expenses,  and  Mr. 
Kinzler  touched  on  that,  and  whether  we  are  comparing  apples  and 
oranges;  in  other  words,  whether  you  take  the  cost  of  the  group 
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homes  for  say  the  mildly  retarded,  whj^h  can  be  relatively  modest, 
compared  to  the  expenses  that  would  T^e  involved  for  the  severely 
retarded.  And  that  is  certainly  a  fair  comment. 

I  think  >yhat  we  will  try  to  do  as  we  go  along  here  is  to  seek  fur- 
ther information  on  the  expenses,  because  obviously  that  is  a 
factor. 

Now,  another  factor  comes  into  play,  and  that  is,  if  you  imple- 
ment the  group  home  alternative  you  will  certainly  have  a  host  of 
new  patients  or  clients  who  will  appear,  who  will  chose  being  in 
the  group  homes.  Well,  I  am  not  sure  that  is  all  bad.  Yes,  it  might 
be  more  expensive;  but,  presumably,  they  are  living  with  relatives 
or  parents  now,  and  for  a  variety  of  reasons  they  do  not  chose  to 
V  institutionalize  these  "young  people"  because  they  have  concerns 
about  the  institution  but  would  be  satisfied  with  the  group  home, 

I  don't  think  that  means  that  every  retarded  child  who  is  now 
being  looked  after  by  parents  would  necessarily  go  into  a  group 
home;  I  don't  think  that  follows,  although  we  don't  know. 

But,  as  I  said  in  the  beginning,  the  purpose  of  this  exercise  isn't 
solely  a  financial  one,  certainly  not  as  far  as  I  am  concerned;  it  is 
to  bring  these  clients  or  patients  to  their  fullest  potential.  That  is 
what  we  were  seeking  in  the  testimony  we  have  had  .today. 

We  have  a  few  minutes  here,  does  anyone  on  the  panel  want  to/ 
add  anything?  Bjriefly,  now,  '  / 

Mr.  Kinzler.  As  briefly  as  you  wish.  \  ' 

Senator  Chafee,  let  me  address  what  you ;  were  talking  about. 
Senator  Durenberger  has  kind  of  indicated  in  his  statements  that 
perhaps  what  he  would  be  interested  in  is  some  kind  of  a  voucher 
program.  If  you  had  enough  funds  available  for  all  of  the  popula- 
tion we  are  talking  about,  you  could  more  or  less  define,  what  their 
needs  were,  give  them  a  certain  amount  of  funds,  take  off  a  certain 
amount  for  parents'  participaUon,  and  then  say,  "Go  choose,"  But 
you  don't  have  enough  funds,  itour  potential  universe,  the  existing 
.  number  of  children  in  State  institutions,  appears  to  be  approxi- 
mately 138,000.  How  do  you  increase  that  universe  twofold,  three- 
fold, or  tenfola  for  the  same  dollars?  I  think  the  needs  are  there 
and  they  should  be  met,  but  I  'don't  know  how  you  do  that,  I  think 
'  that  is  an  exercise  in  magic;  I  don't  know  how  to  do  it. 

Senator  Chafee.  Well,  as  I  get  what  you  are  saying,  a  voucher — 
namely,  you  could  turn  it  in  at  a  group  home,  you  could  turn  it  in 
at  a  St.  Mary's,  you  could  turn  it  in  at  the  State  training  center, 

Mr.  Kinzler.  Right. 

Senator  Chafee.  And  you  are  suggesting  thataf  you  did  that  you 
would  have  a  hfcst  of  new  people  appear  who  have  up  to  date  been 
looked  after  by  their  families.  Is  that  what  you  are  suggesting? 

Mr.  Kinzler.  I  think  that  all  of  the  data  suggested  by  Dr.  Brad- 
dock  and  others  indicates  a  much  larger  potential  universe  to  be 
served.  And  using,  the  eligibility  criteria  of  your  billt  it  would  be 
anywhere  from  400,000  to  1  million  or  more. 

Senator  Chafee.  Well,  that  may  be.  Somehow  I  don't  think  we 
want  to  save  money  by  failing  ttrmeet  needs.  I  mean,  that's  not 
exactly  the  way  I  want  to  proceed,  and  I  am  confident  that  is  not 
the  point  you  are  making. 

There  are  two  points  I  want  to  make  in  conclusion: 
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One,  I  am  convinced  thai  there  are  savings  in  this.  And  it 
be  that  it  is  the  mildly  retarded  you  are  talking  about.  Well,  why 
not?  Let's  proceed  with  that,  and  achieve  the  savings. 

Second,  I  wouldn't  want  people  to  get  involved  in  horror  stories 
of  what  has  taken  place  in  A  or  B.  And  I  know  in  the  illustrations 
you  gave  you  weren't  suggesting  that  that  is  a  reflection  on  group 
homes,  that  story  about  16  in  Florida.  But  I  think  we  definitely 
don't  want  to  start  down  on  that  path,  because  for, every  illustra- 
tion one  could  find  about  something  that  has  happened  to  some- 
body in  a  group  home,  you  could  counterbalance  it  with  something 
that  has  happened  to  somebody  in  an  institution.  So  it  gets  back  to 
the  care  and  the  supervision,  and  we  have  got  to  advance  on  cer- 
tain assumptions  here,  and  that  is  that  there  is  going  to  be  decent 
supervision  and  care.  And  if  there  isn't  decent  supervision  and  oare 
in  the  group  home;  there  could  just  as  easily  be  poor  supervision  in 
the  group  horpe. 

So  we  know  from  experience— I  am  speaking  from  experience  in 
my  own  State,  where  we  have  had  great  success,  after  proceeding 
very  carefully,  with  the  training  of  the  personnel,  and  with  careful 
selection  and  integration,  and  working  with  the  parents,  as  Ms.  Le- 
Vas^eur  has  talked  about  that  the  community  group  homes  can  be 
extremely  successful.         •  ^ 

5o,  on  those  two  particular  points  made  by  those  in  opposition  to 
S.  2053:  One,  that  it  is  going  to  lead  to  jerking  patients  out  of  a 
comfortable  institutional  setting  and  arbitrarily  throwing  them 
into  a  home— let's  set  that  aside;  that's  not  going  to  take  place— 
and  secondly,  that'there  is  lack  of  supervision  in  one  or  the  other;  I 
just  don't  want  to  start  exchanging  horror  stories  in  that  vein,  be- 
cause it  is  not  fair,  as  we  try  to  come  to  a  fair  and  good  conclusion 
of  what  is  best  for  the  patients. 

Thank  you,  Mr.  Chairm&n.  > 

Senator  DURENBERGER/Thank  you. 

Eileen,  how  old  is  your  daughter?  I 

Ms.  LeVasseur.  My  daughter  is  45  years  of  age. 

Senator  Durenberger.  Forty-five? 

I  just  want  to  tell  one  little  story  that  I  heard  during  the  recess. 
This  45-year-old  daughter  went  to  the  doctor  to  get  her  physical 
and  see  how  she  was,  and  the  doctor  said,  "Oh,  you're  in  great 
shape.  You  are  going  to  live  to  be  100."  So  she  came  back  to  her  80- 
year-old  mother  and  said,  "Hey,  I've  got  good  news;  I'm  going  to 
live  to  be  100."  And  her  mother  said,  What  am  I  going  to  do  with 
a  100-year-old  daughter?"  [Laughter.] 

Ms.  LkVasseur.  I  want  to  say  something  about  Marion.  Marion 
is  so  happy.  There  is  a  difference  of  day  and  night  with*  her.  She 
wouldn't  be  here  today  if  she  were  still  at  the  institution.  That,  I 
can  guarantee  you.  She  wouldn't  be  here  today. 

Senator  Durenberger.  Well,  let  me  conclude  by  saying  how 
please,  as  chairman  of  the  subcommittee,  I  am  that  all  of  you  are 
here  todjay, 

To  go  back  to  the  focus  of  this  hearing,  for  people  who  wanted  to 
be  witnesses  today  it  looked  like  this  was  a  hearing  to  say  whether 
we  were  for  or  against  S.  2053,  I  have  concluded  this  is  a  hearing 
that  is  for  the  disabled  in  America,  and  for  the  improvement  in 
their  health  care. 
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The  question  is:  Now,  that  John  has  given  us  the  leadership  in 
moving  in  the  right  direction,  how  can  we,  in  the  larger  focus  that 
the  subcommittee  is  working  on  for  this  year  improve  the  quality 
of  health  care  serVices  by  improving  the  way  that  we  finance  those 
services.  How*  can  we  all  come  together  on  something  that  every- 
body here  can  agree  on?  5  * 

Really,  it  is  not  a  matter,  in  this  area,  of  wasting  money.  I  just 
stepped,  out  to  take  a  phone  dfll  from  my  1 16-year-old  son  who  just 
went  to  the  doctor.  He  came  back  with  a'  5-minute  visit  from  the 
doctor,  an  X^ray,  and  a  $95  bill.  Well,  I  will  tell  you,  there  are 
some  areas  in  this  country  where  we  are  wasting  money,  it's 
..coming,  out  our  ears.  So  we  don't  have  the  resources,  to  do  the 
really  important  things.  I 

•  So,  I  don't  feel  that  we  ought  to  W  constrained  by  the  $8  billion 
or  the  $4  billion,  or  whatever  ifl  is,  dollars  and  say,  "There,  isn't 
enough  to  do  this  right,"  becauselthere  is  so  much  in  other  parts  of 
the  system  that  we  are  absolutely  wasting,  that  we  shouldn't  use 
that  to  beat  up  on  health  care  for  msdbled  persons.  v 
So  I  will  just  conclude  by  thanking  you. 

Senator  Chafee.  I  would  like  tolthank  all  of  the  witneses  on  this 
panel,  and  the  prior  panels  for  the  trouble  they  went  to  in  coming 
here.  \ 

Senator^DuRENBERGER.  Let  u3  all  thank  John  for  his  leadership 
in  this  effort.  Thank  you  very  muchl  [Applause.] 

The  hearing  is  adjourned.  1 

'[The  prepared  statements  of  Dr.  Benjamin  Ricci  and  Eileen  Le 
Vaseur  follow:]  >  y 

[Whereupon,  at  8:55  p.m.,  the  hearing  was  concluded.]  : 
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Until  the  decade  of  the  70s,  for  fur  too  many  of  us,  a  choice  of  placement 
for  our  miinta  11*  Retarded  children  was  not  available.  Co,.JJderinfi  the  fuel  that, 
only  five  percent  of  the  retarded  was  being  served  by  the  Commonwealth  of 
Massachusetts,  Institutions'  had  been  made  available  to  the  'lucky11  few.  Some  of 
the  more  fortunate  parents/guard laiis/rclat iven ,  i.e.,  thy  politically  connected, 
had  been  glve.n  placement  opportunities  In  other  states.  Hut  for  the  majority  oi 
us,  it  had  co  be  institutions  in  Mossaehuuettn ,  misnamed  "stair  school^"  for  the 
retarded. 

It  is  well-to^  emph«s4v.e  that'  thcrc'TOfl  "flo"  "chbTcfr  ofpiactimeht . 


 Without  quest  Ion  i  for  Lhtt~overwhe  lining  majority  57  us,  the  decision  to 

institutionalize  our  flesh  and  blood  was  the  most  difficult, .heart-rending  deci- 
sion we  have  ever  had  to  make  and  perhaps  will  ever  have  to  make.     But  for  a 
variety  of  soul-searching  reasons,  many  ol*  us  took  the  step  in  order  to  preserve 
our  individual  and  collective  (Umily)  sanity  and  to  provide  opportunity  for 
normal  growth.  

Through  the  years ,  f  or  jnanjrjp  f  us,  t  Ho  .  .fins  t  Uutlortti.  ..b.ccaiuc,ii\croaR-Ln^  1  v'   

•  IrUf der  r'o'Vea r7"  "StaTc" school's  were  finally  seen  in  the.tr  true  light:     they  were 
colossal  misnomers.     Cj.viJ  rip.hts  were  stripped  from  our  institutionalized 
^children,  as. were  the  protections  afforded  by  the  First,  Fifth,  Klgnth,  Thirteenth, 
and  Fourteenth  Amendments  to  the  Constitution  of  the  United  States  of  America. 
Some  of  us  reolizod  that  America  had  let  us  down.    We  filed  class  actiqn  &uit»^luN 
the  Federal  Court.     Robert  Simpson  ttlccl  et  al_U  v.  Milton  £rronbhitt  _et  ."l  M  • 
tiled  on  February  7,  19*727  was  both  historic  and  precedent-sett  tt}Rlln  'Massaehuael  ts 
and  America.     As  a  reyult  ot  Federal  Court  prodd  InR* and  p,ul.dlnf»/  t\m  Commonwealth 
of  Massachusetts,'  in  particular,  made  improvements.     "Human  warehouses"  and  "pic 
pens", were  gradually  transformed v into  places  which,  Riven  the  will  to  do  so  and 
the  proper  leadership,  could  easily  become  residential  centers  and  fu^y  deserving 
of  praise.  $\ 

Also  as  a  result  of  our  insistence  and  constant  prodding,  communitV  pto^i 
were  set  up  as  part  of  t^ie  consent  decree  process.     But  as  the  record  reveals,  tfi 
community  programs  were  set  up  neither  to  humanize'  nor  recognize  the  dignity  and 
'worth  of  retarded  persons  but  merely  to  deinstitutionalize*  Deinstitutionalization, 
that  ugly  word  and  concept  which  reveals  its  negative  self  by  the  prefix  dc  merely 
directed  defendants  to  take  away  from,  to  reduce  the  populations  at  the  state  schools 

My  record  of  advocacy  (now  mor'e  than  fifteen  years),  "my  membership  on  a  Special 
Legislative  Commission  which  Investigated'  two  of  five  Massachusetts  institutions 
for  the.  mentally  retarded,  my  status  as  "father  and  next  friend",  in  legal  tcrmn, 
of  the  principal  plaintiff  in  our  historic  clas^  action  suit  filed  more  than  twelve 
years  ago  In  the  United  State:*  District  court  in  Boston,  and  my  having  lived  with 
the  problem  for  close  to  thirty-seven  years  qualifies  me  as  an  expert  on  mental 
retardation,  especially  in  Massachusetts. 

'% 

t   —  

172-A69-T.    Other  related  cases  art  identified  as:     74-2768-T,  75-3910-T, 
75-5023^,  an^73-j>210-l\  „.   :_   ■   
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Furthermore*  my  aeadcmle  preparation  and  my  one- third  of  a  century 
experience  nr.  a  bluloglcal  u>  lentist  on  the  University  of  Massaehusetts/Amherst 
faculty  haa  been  of  Immeasurable  benefit,  especially  wlien  dealing  with  the 
issue  of  the  administration  of  psychotropic  medications  and. the  resulting  wide 
effects  among  the  mentally  .ivtnr\ied:   the  deleterious  effect  of  poor  diet  and 
•  lock  of  exercise;  and  the  contribution  of  noise,  ambient,  and  heat,  stresses  on 
the  mentally  retarded.    —         -  —   ~ 

In  my  travels  throughout  America  T  kmzc  1  mimed— fvoni  ilm.  etptItpJ  ire  jl  enT  1 7,  ts  " 
—'and  chose  employed  In  the  *oc la  1  ■  scrv  lees  that  Massachusetts ' is  viewed  -as  a 
"leader";  is  "light  years  aim . id  In  Us  thinkinj;  and  in  its  implementing  of  pro- 
grams for*  the  developmentally  disabled"  ;   \\\  "the  place  to  be  for  professional 
excitement"}  and  Has  always  bcejijiX  "the  (tutting  edge  of  change."    I  remain  un- 
convinced b"y  such kudo's  because  the  Massachusetts  T  know  leaves  much  to  be 
desired.    Of  course,   those  kudos  might  be  considered  in  a  re lu_tivi-*.s.onser_ hut  -f{- - 

..that  ..ia.  .the  .rase., ._U\«^rA«er  teavtn  -ftfer.,"  rb~Tri  ji ie v d  ' of .j»_f.uLidiioit;utaJL-ov<i.rbaul-  trf--:  

...  i ts-way*.  -and  th  t liking  a bour "caTe  *  and" ~s e r  vTc  c  s  "f  7>  i-  its  ment a_LLy__xe. t ande,4--pepu±a  H;on— 

My  succeeding  remarks  will  be  applicable  to.  Massachusetts.     By  wny  of  a 
.preamble,  it  Is' interesting  for  me  to  note  that  major  support  for  passage  of 
S. 2053 comes  from  the  Association  for  Retarded  Citizens,  United  States^  (ARC/UJi) 
a.k.a.  NAKC,  whose  former  president,  Mr.  Joseph  Bunonomo,  lias  long  been  active 
in  the  Massachusetts  ARC.  (MARC),  as  well  ".as  from  other  MARC  members  who  have  been  . 
extremely  vocal^  in  supporting  It  is  sdfe  to  say  that  this- bill  lias  been 

advanced  by  MARC 1  a  efforts,  an  association  which  very  seldom  played  its,  advocacy 
role  but  hay  steadily  increased  its  service-provider  role.     In  an  economic  sense, 
ao  effective  hie  MARC  become-as  a  vendor  of< services  that  today  It  is  a  business: 
as  a  collection  of  vendor  ARCs,  it  receives*  more  than  eleven  million  dollars  out 
of  approximately  f If ty  million  dollars  awarded  by  the  'Commonwealth  of  Massachusetts 
for  services.     T.t  is  merely  good  business  sense  for  'MARC  and  AKG/US  to  lobby 
vigorously  for  passage  of  S.205  3.     Some  years  ago  we  recall  hearing  Mr.  Charles 
"Engine  Charlie"    Wilson  Insist  that  what  was  good  for  General  Motors  was  good  For 
America.    Many 'of  us  rejected  that  audacious  remark.     Likewise,  we  reject  the  view 
that  what  is  good  for  MARC,  and  ARC /US  is  good  for  retarded  persons  nnd  their 
paren ts /guardians /re  la 1 1 ves . 

It  is  wull  also  to  expose  the  false  assumption  that  ARC/US  and  MARC  speak  for 
■all  retarded  persons  and  their  parents.     I  wish  to  stnte  emphatically  that  they 
do  t&t^  speak  for  the  Massachusetts  Coalition  of  Advocates  for  Stnte  Facilities  for 
the  Retarded,  the  largest,  most  active,  true  advocacy  group  in  Massachusetts. 
This 'coalition,  representing  parents/guardians/relatives  of  residents  of  all  the 
institutions  in  Massachuset ts,  is  shocked  at  the  limited  position  taken  by  ARC/US 
and  MAKC.     This  position  simply  does  not  meet  needs  and  wants  nor  is  in  the  best 
Interest  of  all   retarded  citizens.    To  phrase  it  another  way,  ARC/US  and  MARC 
speak  for  the  Massachusetts  Coalition  as  legitimately  as  Yasser  Arafat  speaks  lor 
all  the  somites. 

Let  us  now  turn  to  some  assumptions  upon  which  i^0S4-  is  bastrd*.  — After  all, 
-an  assumption  means  "to  pretend  to  have",  "ti>  suppose  as  a  fact— without  proof.11 
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Flr9t  Ealae  Assumption;  Generic  medical,  Jental,  health,  and  therapeutic 
■ervtccs  arc  in  place  and  available  in  commur.ity  Bettings,  as  presumed  in  S.2053. 

_  lluj  .generic-services  described*  above"  dtrexT'se  at  Institutions  and  were  '"" 

gained  as  a  result  of  the  class  action  suits  cited  earlier.   _  —  


Second  Falso  Assumj)t ion;     All  placements  made,  e s pec i ally  since  the  Involve- 
ment of  thc~?cd,cral  court,  were  based  on  the  individual  needs  and  wants  of  re- 
tarded persons  who  were  "freed"  from  institution.'! , 

As  recently  as  two  weeks  ago,  a  motion  was  filed  in  U.S.  District  Court  in 
Boston  in  Ricci  to  return  to  Belchcrtown .State  Schools  .Jiya  hundred  thir  ty- three -■ - 
-class1  moTOfreTs*' who  without  benefit  of-  active 

"EMaWwrtT^ffpctivc  programming  ,_and^  individual,  seryice  jilans- -CXSPs-)-.-  -The-  

-^umber^f'Tllali^m^b^fs- inllicci  and  related  cases  who  were  placed  in  nursing 


homes  approximates  one  thousand.    Those  persons  were  literally  delivered,  like 
objects,  to  nursing  homes  in  the  hey-day  o|~dcin«titution:iiization  with  full 
verbal  assurances  given  by  then  Mental  Health  Commissioner,  Robert  Okin,  that  they 
would  be  t.  >atecV  with  "full  dignity  and  respect"  and  would  "develop"  due  to  the 
"exposure  t o vst iraulating  programming."   »U.S.  District  Court  Monitor,  Anne  Berry, 
expressed  the  plaintiffs'  'collective  view.     "Many  of  these  clients  [in  nursing 
homes]  placed  in  the  early  days  of  the  consent  decree  _in  an  effort  to  ffct  the  cen- 
8 us  level  down  (emphasis  mine)  now  sit  in  nursing  homes  where,  once  again,  they 
have  the "potential  of  being  the  victims  of  neglect,  at  the  least,  and  abuse  at  the 
worst,  and  in  those  situations  these  people  do  not  have  day  programs/"1  ( 

Third  Ka  lso  Ansipptjon  i    We  11- vie  signed,-  organized,  financed,  administered,*- 
and  functioning  community-based  programs  oftd  facilities  currently  exist. 

As  a  result  of  our  monitoring  of  community-based  facilities  for  class  members 
In  Ricci  and  related  cases,  we  have  seen  the  complete  absence  of  the  above  cLtcd 
qualities. 

:   In  fact,  vc  have  observed  many  under-served  class  mcmhers  whose  ISPs  have 

been  deliberately  "written  down",  i.e.,  they  contain  deliberate,  glaring  omissions 
in  order  to  keep  costs  down.    We  have  also  identified  many  unserved  class  members. 

In  fact  we  have  observed  many  mini-institutional  models  whic*.  stifle  per- 
sonal growth  and  development. 

All  this  has  happened  despite  the  rhetoric  that  "Massachusetts,  especially 
Western  Massachusetts,  has  the  most  extensive  and  best  examples  of  community 
residences  in  the  United  States."  ._  ... 

^  ^  -  Fa  1  s  e  Ass  limp tjpn  i—A^plan  "-.axiatA-wkkth-  V^4-JlaecmtTmodn  te"'  ^  8tT  pOY  Sfffuf 
curre'ntly  residing  in  state  schools  into  community  residences  during  the  forth- 
cooing  fiscal  year.  j 


Transcript,  Robert  Simpson  Ricci  ct  alii  v*  Milton  Crocnblatt  ct  ajJJ, 
Civil  Action  72-A69-T,  and  related  cases,  U.S.  District  Court,  Boston,  January 
29,  198L,  p.  73. 
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This  "plan",  billed,  during...  former  .Governor  Kdward^King's*  atfmtri  Is  t  rati  on  an  ^ 


tlie  HgxpauJoij  Pluis e^ut^.Liajil^  was..  tliDXOu|^^di^«XAid4*^-itt^h^  "^Pjrrr 
byJJ .  sV J5  l^ixixL.  Judge— Joseph  - l» ,  --Frttt ro  ,-~n?r  vr  11  as  b y"  nulueTbuV  p  J  a  i  n  tiffs. 


Especially  noteworthy  in  Judge  Tauro's  remark,  ''I  want  you [a.Co ^ujuU^UUliLXiiat^ 
1 1  vc  boon-  1  i  9  t*»n  i  n&  -to  this-  comnianl  ty  p  lHcjemi"n t"  p'r  o  j  oc  t 1  on ,  thes  e  pro)  oc  t  Ions , 
for  seven,  years  now  and  that  will  be  It." 

The  recently  deceased  Secretary  of  .Human  Services,  Manuel  Carballo,  said 
during  a  meeting  on  January  20,  1984  in  the  J>_respnce^o£  .povctmox  $UcUa«l--l>Mk<ikf?i*£-r 

.  .-©l^lflt-l£f--rpprr7;tMitritlve'^^  nt.j;p^iicy.Jler-yX.,CU^   

 -  atTat-ionrTS T'f Tc TnTa  ~lT5cTu n i  ng  Comm i ss  i one r_qf  Men t a  1... Ileal th.  Jumcs-Cn  1  laha it  that  ■ 

 — .  — •    -      "the-projecrton  of"^?0  persons  is  unrealistic;  it  cannot  be  aceomplished." 

In  truth  the*. Commonwealth  of  Massachusetts  has  never  lived  up  to  its 
projections  aver  tin?  past  twelve  years,  hence  the  current  back- log  and  the  result- 
ing problems, 

Despite  the  wr i t ten  agreement  contained  in  the  Capitol  Community  Plan  portion 
of  the  Consent  Decree,  introduced  in  19  77,  the  defendants  have  failed  repeatedly 
to  establish  a  workable,  quality  plan.     In  this  regard,  U.  S,  District  Court 
Monitor  Anne  Berry  stated,  "A  major  Concern  of  the  plaintiffs  regarding  the 
......         establishment  of  the  ■  eomrnun  i  ty  system  -  is  -  ttai  tynsnTTe""  eina^^  "y 

and  improved,  as  necoysary,  and  when  a  problem  is^detected  it  be  addressed." 
Each  plaintiff  fltoup  has  raised  this  repeatedly." 

Motions  have  been  fllr*d  to  close  down  two  state  operated  residential  programs. 
(SORF)  because  they  violate  the  provisions  of  the  Consent  Decree  in  Ricel.  They 
were  in  reality  scenes  from  "One  Fluwt0v<?r  The  Cuckoo's  Nest."    Other  ^similar 
motions,  relating  to  vendor  operated  pro^r^m/*  are  soon  to  follow  because  the 
vendors  are  experiencing  "financial  difficulties." 

'Fifth  False  Assumption;  Community  residences  are  less  expensive  to  operate. 

Given  the  current  state  of  affairs,  per  capita  costs  are  less,  but  this  is 
due  to  vendors'  agreeing  to  shoestring  operations  which  has  resulted  in  hieji,  \ 
staff-burnout,"  and  an  "82%  state-wide  staff  turnover  rate"  (which  lids  a  noticeable 
impact  on" retarded  persons  exposed-  to  frequent  staff  turnovers),  and  staff-pay 
differentials  on  the  order  of  $3,000  per  year  less,  In  addition  to  lack  of 
employment  benefits. 


/ 


  ^Tra n script,  Rob e r t  Simpson  Rlccl  ct  _a  I H  _v^  Mil  ton  _C re e nh  1  a t 1  _e tji H  t , 

Civil  Action  72-469-T,  and  related  cases,-.  U.  S.  District  Cg^urt,  Boston,  January 
29,  1981,  p.  106.  ^  ' 
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"'Quality  communi  ty  resftlcnocd  And~p"roy  ^mjnjLJia.lo_.hecn .JihMm^g.  he  cosJly_ 


^ttf" cri¥"5WnT^t^Tn^r e'xTetu'^isI ft utfohnl  per  capita  costs,    Once  again,  to 

quote  the  late  Human  Service*  Secretary  Manuel  CarbaUo, J^^^ntotcijIel^Ar.^ 

----tVron:iTT7/aT^^  wouriT"coSt  less.     It's  now  clear  that 

good,  community  care  is  expensive.    There  is  little  difference  in  cost  from  instl- 

 tutloaal  .Citce . " 

K        Sixth/.fcilfua -AwiMmet-Uwvu^onuuiinUy..  ec*id*nces-,  -witfv  cnm-H-H-eH  iftaf  f-anct^neTtc" 
scsBnoTiTt  lrTtc  handicaps.. _   -     —  -    —      -      —  -  - 

'     In  fact,  the  onlv  certain  way  for  residents  to  leave  buildings  E,  F,  and  the 
infirmary  at  Bolehcrtown  State  School  and  similar  residential  b«l]^»?s  ^ 
Other  state  schools  is  in  a  hearse,     Their  dilemma  and  the  plaintiffs  frustrations 
is  compounded  by  the  fact  that  through  the  years  vendors  have  repeatedly  refused 
to  serve  this  population.     This  is  true  on  a  state-wide  basis. 

Seventh  False  Assumption;     Institutions  are  Inherently  bad  and,  by  contrast, 
community  reus  I  dunces  are  inherently  Bood^  __ 

Given  the  bizis  resulting  from  prejudice  and  an  ignorance  of  the  working  models 

 uf  nuccpgrr frul  cuslJcnclai  centers  such- as-thosu  in  Sl amthnrv U-t~tircwm**i  ^ 

our  institutions),  mental  health  administrators  and  middle  management  personnel 
repeat  parrot-like  their  disdain  for  institutions.    I  have  toured  Scandinavia  ex- 
tensively, was  impressed,  and  remain  so.    The  Scandinavians  continue  to  lead  us 
by  light  years.  I>  , 

Institutions  can  be  improved  operationally  as  well  as  physically,  by  hlrinj«_ 
'administrators  and  middle  management  personnel  who  are  faithful  to  the,  concept  o£ 
an*,  Of  course,  understand  the  steps  needed  to  transform  institutions  into  resi- 
dential' centers.     This  would  also  afford  parent s/puardians/ re  la t  Ives  the  freedom 
of  choice.     There  isa  need  for  both  institutions  and  community-based  residences. 
A  choice  must,  .be  available  to  parents/guardians/relatlves. 

I  note  with  interest  that  Press  Release  No.  84-106,  announcing  the  hearing 
on  S.2053,  the  Community  and  Family  LivinC  Amendments  of  1983,  reveals  an  antt- 
'    institution  bias,  as  well  as  an  assumption ' of  costlier  institutional  care.  The 
anti-institution  bias  is  held  and  espoused  by  those  persons  whose  professional 
preparation  was  deficient.    Those  persons  are  being  driven  by  an  impersonal- -fiiil- 

 dance  system,  much  as  a  missile  is  targeted.    They  navigate  bv^deology  rather  

—  tha»-4^WeyyH»-T»™l^^  Wtnr7iTTcmiey  remain  closed  to 

evidence.    They  are  social  scientists  in  name  only,  not  bothering  to  examine  the 
data.  #  J* 

_      Institutional  versus. community-care  costs  reveal  the  disgusting  deception 
they  practice.     If  cost  calculations  are  made  both^carefully  and  honestly,  they 
reveal,  as  they  do  In  Massachusetts,  that^ot^rtn^  quality  care,  programme,  and 


5,,State  school  funds  won't  end  debate  $97 . 5m  in  improvements  doesn't 
address  future  of  institutions  for  the  retarded" ,  .The  Boston  Hlobc,  Jean  Dietz, 
December  25,  1983,  p.  22. 
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re^j.Pi~£~-i"  OJ^dlialDiJbJ.t»..ni>  1,  Rhbftghoo<tg"H?eatrfrt"S-itT-TroT-Tmpf  ezrcdaEif  wEicF  . 
""arc  approximately  equal  Cor  institutional  and  community  care. 

Many  of  us  have  advanced  this  argument  for  years;  however,   the  biased, 
human  services  ( Including  men ta \  retardation.)  ..adminis-t  r-a fcors^sidumi'sry  "avo  I <T 
-Wl-curatnig  true  "costs  for" services.    The  only  high  administration  official  to 
.  r^.S.°§n.f^:.JM^.«a.n<! .  coj^ra£gp,u&l^^^  ing;  way  .tfas  T\ia"~ "  ~ 

'Tat'e'l'iumari.Siirv-lccs.  Secretary  Manuel  ■<^D\Tno*?~*™'~" 

An  examination  of  per  capita  costs  which- reflect  lower  community-delivVred 
service  costs  traditionally  reveals?     (1)  Deliberate  omissions  of.  programming 
and  services  which  would  enhance  the  personal  growth  and  development  as  well  as 
the  humnnization  of.  the  retarded  consumer.  (2)  "Deliberate  omissions  of  the  costs 
of  service-provider  agencies  and  service  coordinator  agencies.     (3)  The-  waiari^s 
of  professional  and  technical  staff  persons  who  are  assigned  to  community  based 
propr{>»:s,  but  die  carried  .on  the  books"  oi   Institutional  budgets,  hence  incorrectly 
inflating  institutional  costs  while  deflating  community-setting  costs.     (4)  The  ■ 
considerably  lower  salaries  of  non-profit  operated  programs  resulting  in  exclusively 
high  turn-over  rates,  vft, ,  822  in  Massachusetts.    .  

For  the  sake  of  intellectual  honesty,  I  urge  th*>  recalculation  of  costs  by 
impartial  accountants  in  order  to  put  this  matter  to  rest.     It  is  obvious  that 
the  continued  repetition  of  facts  or  figures  irrespective  of  correctness, 
ultimately  assures  a  measure  of  validity  and  truth.     With  license  to  paraphrase, 
"figures  don't  lie  but  [biased  persons]  do  figure."    The  enllglitened-Amaricari 
society  deserves  trhl-a  recalculation i t  . t [ujs\ jiakinij.-±t  necessary « 

I  note  with  interest  a  recent  reply  by  U.S.  Senator  John  Chaffee,  sponsor  of 
S. 2053,  to  one  of  his^constituents  who  expressed  concern  and  opposition  to  S.2053. 
Predictably,  Senator  Chaffee  proclaimed,  "Rhode  Island  is  the  most  advanced  state 
In  the  country  In  providing  common! ty-based  Services."    From  that,  it  is  obvious 
that  such  political  proclamations  do-not  require  a  hard-data  base,  for  if  one 
were  available  I  suspect  that  statement  could  not  have  been  made.    Secondly,  con- 
tinued the  senator,  "one  of  the  l$ey  sections  of  S.2053  is  an  assessment  of  each 
individual's  needs— the  parents  are  participants  in  that  assessment."     It  is 
obvious  the  senator  dutifully  signed  a  letter  composed  by  a  biased  staff  person, 

or  by  a  professional  mental  retardation  administrator ,  or  socjal  worker.  Ii)..tbM  

r£ii-  .^iM*-  £arAjU.t-8-.  J^cQftttUa.  -1km*-  hopelr^ft iT*oiitnu7nBereU--and ^uigercd--  they  a  r  e . 
Furthermore,  it  is  revealing  that  "needs"  or  b iologlcal  .necessi t les  are" to  be 
assessed,  but  no  mention  is  made  of  wants,   those^uaiity  of  life,  psychological^ 
religious,  sociological*  eons  [derations . 

Most  glaring  of  all  in  Senator  Chaffee's  letter  is  the  omission  of  total  root 
of  this  package.     Continuing  to  be- unserved  are.,  Lhnsji  retarded  persons  who'are 
not-s-la«*5  members  (in  Massachusetts)  or  those  who  have  never  been  "at  Rhode  Island's 
Ladd  School  or  who  were  fortunate  t:ot  to  have  been  improperly  placed  at  the  state 
mental  hospital  in  Howard,  Khode  Island. 


\ 


* 


t 

Men  can  never  fully  comprehend  the  experience  of  childbirth.  There  ia  no 

•  '  report  to  8uc.h_,a  analogical*  truisnu>  Jit  ia..equally  ^hv-ious-  that -per-apnn«  who-^taw  - 

not  contributed"  biologically  to  the  creation  of  a  mentally  retarded  child  can 
never  fully  comprehend  the  tensions,  frustrations. ■  sorrows,  and  emotional  drains 
.—Hissoeiated  wi  th-  men t-ai  retardat-totti-  ■Stress- is  relentless;  my~BlXlzte  Hfly *Te*'ever 
'"completely  free  from  it.    Concern  isevcr  present;  respites  may  involve  only  hours, 
seldom  days,  never  weeks. 

It  is"  clear  that  S.2053  was  crafted  by  professionals  who  navigate  hy  ideology 
rathe*  than  reality.    They  were  aided  by  others'  whose  sole  purpose  was  to  protect 
business  enterprises.    What  is  obviously  lacking  is' input  from  parents  apd  families 
who  have  experienced  the  relentless  stresses  associated  with  their  re- 
tarded family  members. 

Parents  arc  articulate,  visionary,  advocates  in  the  truest  sense  of  the  word,  ^ 
and  arc  cxtrcn\cly  capable  of  contributing  inputs  which  would  have  af f ecroii~nny 
prnpniirH  lnel-Winn  wh  m  r  ™r>r|-  "■"   "|M  V        '""L   lHj»Ue  Ideulouuc  spokes- 

*  persons,  wc  do  not  wish  their  intrusions,  their  insensitivitics,  their  mistaken 
belief  that  increased  chronological  age  among  Che  mentally  retarded  brings  with  it 
presumed  competence.    We  are-  outraged  at  thsir  charge  that  wc  are  overprotective , 
when  we  merely  beLicve  that  putting  retarded  persons  into  society  without  well 
conceived  support  systems  is  both  morally  offensive  and  a  repugnant  violation  of 

 human  ..dignity—  ,  -■■  -        -  -  '  ■ 

Perhaps  It  would  surprise  the  reader  at  this  time  to  learn  that  my  son, 
Robert  Simpson  Ricci,  resides  in  a  staffed  apartment  in  Amherst,  Massachusetts. 
He  is  employed  by  the  Town  of  Amherst.     Our  community  of  Amherst'  is  as  ideal  and 
supportive  an  any  in  America.    Those  gains,  however,  were  the  result  of  constant 
vigilance  and  abundant  persistence  to  foi'cc  state  government  to  do  its  Job  better. 
They. came  neither  easily  nor  predictably.    But,  they  came. 

For  the  Riccis,  a  choice  was  finally  offered.    However,  if  came  after  more 
than  a  decade  of  vigorous  advocacy.    Yet,  there  arc  parcntR/gua,rdians/rclAtives 
who  believe,  as.  do  "i; :  that  the  right  to  choose  between  institutional _  an^  coranujiity^ 
— Hett4ngsr  is  frndamtmratty^nrt'  thoroughly  American,*  "TrTs'lmport^ntT'for  those 
persons  in  particular,  but  also  for  alL  of  us  in  general,  to  have  their  wishes 
respected  especially  their  wish'  that  their  children  be  served  in  what  is  currently 
called  an  institution.    In  Massachusetts,  because  of  our  collective  advocacy  and^ 
because  the  U^.JU.a.t:riatJCoJirr  1s  nn  pf-to-tive--ft>rumt  in.nl  tttfriorre-^Tt;  -pfcaccs 
where  "excel lent  medical,  dental,  therapeutic,  -  "d  vocational  services  are  offered; 
where  staffing  has  improved,  and  environments  *.^vc  bceiv -drastically  upgraded.  So 
.  the  choice  should  belong  to  parents/guardians/rclatives1.    They  must  not  be  forced 
to  accede  to  the  wishes  of  ideologues. 

S.2&53,  as  it  is  currently  written,  does  not  allow  for  choice.     If  passed,  it 
will  dictate  community  living,  because  it  will  eliminate  state  schools  over  a 
specified  time  frame.    The  freedom  to  choose  Is  an  American  right.    Would  our 
Congress  take  aw«ty  our  freedom  to  select  private  schools  over  public  schools? 

S.2053  lacks  much  of  substance.    Any  future  bill  must  be i  djsj.i.nauij^ablc.bjf  

the  provision  for  bmliudsmen,  roles  to  be  filled  specifically  by  biological 
parents  of  retarded  persons,  chosen  for  their  independence,  vision,  courage, 
and  their  sensitivity  to  wants  arid  needs  of  retarded  persons.     This  would  most 

likely  assure  quality  control,  thu9  enabling  re  tarded..  persons  ...to  g*ow  ajid  be  -«  ■ 

■      come  nuflttniacd".-      "  '        '    '""  '  V  ^ 
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TESTIMONY  TO  THE"u~sV  SENATE  COMMITTEE 
ON  FINANCE       


Re:  S.2053 

Filed  with;     Roderick  A.  DeArment,  Esquire  .e  ' 

Submitted  by:. 

-    i  '      Mrs.  Eileen  LeVasseur 

*  Past  President   _  .    ' 

.  Pflrnnf.s'  Ancociation  of  Lddd  Center  t^.A.L.) 

253  Narragansett  Avenue 
Barrington,  Rhode  Island  02806 

...February  22,   1984    r   - 

SUMMARY 


This  testimony  is  in  support  of  S.2053,  given  from 
the  perspective  of  a  parent  of  a  severely  disabled 
retarded  daughter. ..and  representing -an  organization  of 
'parents  of  persons  with  retardation  in  an  institution. 


My  name  is  Eileen  M.  LeVasseur- L   _1  am..almost  

80  years  old,  and  among  my  several  children  is  my 
daughter ,  "Marion,  who  is(  a,  45  year  old  severely  retarded 
woman  in  a  wheel  qhair. 

Due  to  the  lack  of  community  support  services  at 

the  time,  plus  the  needs  of  my  other  children,  I  toot;  . 

action  to  place  my  daughter  at  the  Ladd  School  in 
Exeter,  Rhode  Island  in  1954.     She  lived  there  for 
-29 -years~r  until  early  1983/  when  she  was  placed  into  a 
very  nice  group  home  with  five  other  women  a  few  miles 
from  my  home* 

I  visited  my  daughter  at  least  weekly  during  all 
of  those  years  she  lived  at  the -institution .  And, 
Tra.nkly,  I  was.  opposed  to  group  home  placement  when  it 
was  first  suggested  as  a  possibility  during  1978-79V 
Most,  members  of  the- Parents'  Association  of  Ladd 
Center  (P.A.L.)  were  likewise • opposed  to  the  concept 

because  no. such  community  homes  existed  prior  to  1980/ 

...  "  * 

I  served  as  the  President  of  P.A.L.   for  six  years,  ^nd 

my"  other  daughter  has  served  as  "'President  for  fotir/ 

years.         *  _  #.     .   

Today,  all  of  us  in  the  organization  and  all-  of 

my  family  are  proud  of  Marion's  new  home.     We  support 

the  idea  of  community  residences  completely,  because  we 

have  seen  v/ith  our  own  eyes  how  much  better  they  are 

for  our  retarded  children  than  the  institutions  we 

have  known. 

For  this  reason,  we  support  Senator  Chafee's  bill, 

i 

S.2053.  ;  . 

Thank  you. 

•  2B7 
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SUMMARY  OF  MAJOR  POINTS  OF  TESTIMONY 
by  Karen  Green-McGowan,  R.N.,  before 

UNITED  STAVES  SENATE  COMMITTEE  ON  FINANCE 

Subcommittee  on  Health 

February  27,  19#* 

MAJOR  POINTS     ,  1 

1.  Health  services  to  institutionalized  citizens  are  almost  universally 
substandard.    Access  to  health  care  services  available  to  the  ordinary 
citizen  is  vastly  superior. 

2.  Institutional  environments  are  more  hazardous  than  community  settings. 

3.  Persons  with  complex  medical  needs  are  particularly  vulnerable  to  the 
effects  of  trau&r  and  infection.. and  the  "revolving  door  personnel" 
phenomena  in  congregate  care  settings. 

The  most  consistent  commonality  shared  by  the  profoundly  handicapped, 
'nedicaily  fragile  population  is  the  diversity  of  J;heir  needs.  Complex 
neods  are  compounded  in  complex. environments! 

Thp  wore  handicapped  the  person,  the  smaller  the  setting  should  t?e. 
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In  the  nearly  twenty  years  since  I  be^an  working  with  the  persbns  labelled 

"multi -handicapped",  "medically  fragile"  arid  usually  profoundly  handicapped  as  wcllr 
t 

I  have  observed  the  response  of  the  tut  persons  in  nearly  70  institutional  setting  in 
North  Ajncrica.  I  have  had  the  opportunity  to  work  with  ealastrophically  handicapped 
children  and  adults  during  their  "transition  fror,  largest  at  e  c^--prov4fnc^l4-y-opeyatedr- 


focilitios  to  onall,  dispersed  community  settings  in  17  states  and  7  Canadian  provinces 
^^dtfrin^  the  last  11'  years.    In  many  casvee,  I  have  maintained  a  3"5  running  Contact 

with  those  perrr:.*.-  In  their  new  conrunitv  lives.    I  can  tell  you  that  al^st  without 
exception  the  wcrst  community  sett.u.*;.  is  t>otter  than  the  best  institution  I  have  seen. 

My  initial  reveii  years  5n  the  field  were  spent  first"  as  a  Nurse  clinician  and 
then  a"  a.  pro/:r~.  adrinistrator  for  2^0  multiply  handicapped  pers'ons  ranging  in  a£e 
■  l'roir  «-Umo3t              to  mature  adulthood,'  We  were  so  concerned  about  preventing  hepa- 
titis and  i:.  our  pepuJation_ir  106f;  .that^JLWlc- staff  CLfforL-was -lofV  to  e,*4  - 

.  people  off  tSeir  back?;.    We  had  no  equipment  to  pet  them  out  of  their  beds.  _  A  pood 
"    "staff  ratio  the-  w-;  Is  TO.   „ 

Tninrr  hav  c'r.anrcd  a  lot  in  V.  1  succeeding  20  years,  and  there  are  more  resources 
now  to  ar sir.  r.c  r : loc-j r;ally  impaired"  children  and  adults.    But,  as  I  wander  fror 
institutiof.  -c         itution  wnose  annual  fiscal  expenditures  are  simply  stapperinp,  1 
have  lev  }>•••'  •  .  \'   answer  why  these  facilities  fail  to  achieve  the  humanisation 

and  d^vt'if.  -  j^vrer.s  ]  see  in  th^ir  deinstitutionalized  (or  never  institutionalised) 


iwjnr.  w-io  I'm  -  ios  or  vers1  s:*«ai  1  .fr>~ps,  usually  at  a  fraction  of  tnc  cost  of  insti- 
tutional car  -.  ,  _  ...  . 

T».I-  j,  .*  -_  certainly  '.a.-  li*. t":«-  \:  du  with  the  carinr  £r  concern  of  the  staff 

wh'>  interar:  v.~    -vr       n  d'^ly  ha^ij  .    1  have  yet  to  train  op  consult  in  an  institu- 
tional J.-wi.*  *  ■  •  frf  t\ »■  r.u/'ivty       stiff  did  not  jwrr.ently  dejire  what  war.  best  for 
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r  clier.t...    li:*eros.tb;rly  enourh,  whti*  r.or,l  handsj-or.  personnel  wor.t  for  tnos" 

ir:';re! My  handi capped  persons  In  their  c  re*  it  to  get  thor.  out.  of  the  institution 

a:  A  Ir.lc  a  v-nu.    Jr.  1<"*9  at  thr  ins.tit.uUos,  -in  -Glenwood ,  Iowa,  where  I  workt-d,  we 

"■>.-t.;.i. l  L^^ii^^i^-i^^rfi^^  d  1  re<" I  rot-vi JFlTtai  f 

eyh  v.<  ke:-1,    AMf.  »ifh  unoriheiox  and  frc.ttned  upOn  by  top  adrinir.i ration,  wo  worn 

arton.ir.pd  tn.it  our  youngest  Children  wo>ild  not  3uffer  tfie  uffebtb  of  conrreratc 
»         *  \ 

i*v;r„-  arid  di:<r':va'.       <  {'  faruly  li-t"<j-  t^aL.ii'ilJijd, the  souls  of  our  oldpr  residents, 

Ir.  t:w  oro'iVf  acquirinc  health  care,  we  were  not  no  fortunate i 

"There  appears  to  be  general  arreo/r.ont  that  the  quality  of  health 
servicer,  available  to  most  of  our  institutionalised  handicapped  children 
ir.  substand;ird  when  compared  to  t.-.ai  'available  in  the  general  community. 
Tht.*  residents  of  institutional  facilities,  for  whom  the  option  to  choose/' 
their  doctors  or  typei"  of  health  care  £iven  is  not  available,  are  generally 
required  to  live  in  an  environment  containing  wore  hazards  to  health 
through  infection,  'trauma  or  other  cause::  than  ezist  in  the  average 
G'Wff-rHiJ-ty— settinrr,-"^    ~  ~~  .  ■ 

_  o 

Ir.  our  ca-.o,  childre;.  and  adults  with  ^yjjor,  acquired  deformities  were  c. asis- 

tartly  refused  corrective "surrery  that  would  allow  ther.  to  sit,  move,  or  develop 
L«<;:'a..  v  they  wen-  confined  to  "custodial  care"  in  an  institution  and  perceived  by 
health  care  provider?-  as  waiting  to  die.    Tnis  was  JUompounded  by  apathy  :>n  the  pari  # 
cf  o  ir  facility  phvsicior.s,  rr.;.uiy  of  whor.  were  out  of-  touch  with  current  medical  pra^- 

\    prrronr  witn  danurn  tr^th_p_r.-M _\r  .  confer** ..Ci -the. .brails  as-in,.-c«vbr-a-l  p&lB^—PHttl 

.  "  "  J 

£f>;ry.ii  on  o^'icrr  to  assist  then  i n  achieving  noma!  movement,    Early  intervention  now 

........  .  .  ..->■---    -   ■  "  A  — *  -*•■* 

rrr^rti 'n  V.'ii. :Vi  fie aiTI.  peircn'taW  of  the  disability  lieen  in  older  population:-  deprived 

of  preventative  care.    True  ir  now  be  in/,  delivered  by  therapists  ur.inf.  farily  member: 

a-  primary  intervener:;.    What  counts  m-'»i:t  for  these  current  younrsters  l:i  that  onu  yr 

*wc  ;.>er:;onr,  usually  their  parents,  are  carefully  and  systematically .trained  by 

d'seloprvntal  therapist «»  to  handle  then  in  Kavs  that  encourage  normal  movement  to 


\ 
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to  develop  arid  prevent  the  deformity  that  inevitably  results. when  severely,  handicapped 


children  are  left  on  their  backs.  ^  ,  , 

Contract  the  response  when  children  are  rippud  from  their  families,  placed  %^ 
impersonal  settings  and  handled  by  ever-increar.irit7  numbers;  ofx  marginally  trained 
persons  who  leave  on  a  regular  basis  without  sayinp  good-bye.    In  one  facility  in 


Kentucky  whose  ward  for  16  multi-handicapped  persons  met  AC/KRDD  ratios i  bv.t  had  a 
1909'  turnover   per  year,  56  different  persons  laid  their  .',ands  on  eryery  client  in  a 
12  month  period.    It"  is  not  difficult  to  imagine  the  fear  and  ar.xiety  a  child  Fight  • 
experience  under  these  not  uncommon  conditions  when  ever}*  movement  transition  is  depen- 
dent orr'the  hands  of  another.    Some  jerk,  somtf  yank'by  arrr,  and  legs  in  wave  that  cause 
fractures.    But  everybody  seems  to  go  away  sooner  or  later. 

What  is  irportunt  to  understand  about  this  population  labeMcd  medic-ally  fra/rlle 
is  that  their  most  consistent  commonality  is  the  diversity  of  their  needs.    Ir.  the 
days  when  we  believed  that  persons  with  severe  handicaps  needed  only  to.  be  kept  clean 
and  cox>oAabler  a  nursing  care  or  medical  management  model  seened  quite  appropriate. 
What  is  interesting  to  discover    when  incredibly  handi carped  kids  are  given  conditions 

'experienced  by  their  non-handicapped  peers,  is  how  much  tney  can^chieve,  *even  when  % 
chat  chance  is  {riven  late  in  life.    There  is  a  program  ir.  Kentucky  called  "Ne*  Neigh- 
bors11 where  severely  handicapped  children  and  adults  are  brought  back  to  5&ri2y  sett- 
ings, one  per  household.    They  began  to  move,  creep,  crai.l,  walk  and  talk  a*  ir.rresible 
speed.    Wnen  they  need  med}cal  care,  they  get  it  frofi  cormnity  physiciar.r.    It'  tv»y 
don't  ret  what  they  need,  they  t,3  elsewhere,  or  their  ho?-,  far.ilies  push,  rrcu,  nudge 
arid  haranm*  until  these  individuals  get  what  they  nefed.    The  costt    one  fourt'v  cf 
the  institutional  per  diem.    In  two  cases,  children  rcturr.ed  to  their  ow:  h:— :.  Had 

./fiscal  support  been  available,  more  could  have  been  reunited  with  their  far.iiier. 


/ 
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'/  ,     (  ■   .  _  _ 

r„ — -Tht  a  Is  only  outr-examp^o  of  a-^rovdng-tTenid~to^Mn'*5tippox;Ulng  persons  with  omirplox 

♦ 

needs  11  n  single  placements  in  family  aettinys  where  they  tend  to  thrivo  ahd  rapidly 
hecoiro  lena  complex,  J 

"^w^J  ajn  currently  involved  M\  a  special -project  in  Florida,  whUsh  will  cloao  is 

r  •  & 

last^facj  UJty _^eryln^  medically  complex  _p  e raqn  s  by  the  end  of  _l°$i«..  Jthea^LJdfil^_^)iaplaJU_ 
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clients* are  all  Roving  into  k  bedroom  houaea  located  in  their  home  communities  all  over 
the  state.    Tho  death  rate^for  the  majority  of  this  population  that  has    !iived  in  >  *«un- 
unity  for  the  past  two  years  ha3  boon  leas  than  half  that  of  the  two  institutions  from 
which  tTtey  came, 

When  I.»look  back  over  my  last  twenty  years  with  this  population  both_in..the  insti- 
tution, and  in  the  community,  I  am  loft  with  the  following  conclusions t  , 

1;  Health,  service  to  institutionalised  citizens  are  alftiouL  imlvuruuJ  ly 
substandard.    Access  to  health  caxe  services  available  to  the  orvUnary 
«  citizen  is  vastly  superior,  -  — 

/'  2.  Institutional  environments  are  more  hazardous  than  community  settings. 

^3.  Persons  with  complex  medical  needs  are  particularly  vulnerable  to  the 

effects  of  trauma  and  infection  and  the  "revolving  door  personnel"  phenomena 
in  coi.^rcgate  care  settings. 

The  most  consistent  cotnmonaiity  shared  by  the  profoundly  handicapped,  motfically " 

fragile  population  is  .the  diversity  of  their  needs.  Complex  noeds  are  com- 
•         '  / 
pounded  in  complex  environments, 

5^  The  more  handicapped  the  person,  the  smaller  "the  setting  should  b«. 
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[By  direction  of  the  chairman  the  following  communications  were  ** 
made  a  part  of  the  hearing  record:] 

TESTIMONY  OP  BETHESDA  LUTHERAN  HOME  ON  S.  2053, 
THE  COMMUNITY  AND  FAMILY  LIVING  AMENDMENTS  ACT 

 —  QF__1.9_83-f — BEEQR  B  -TftE-  -St^BGOMMi  TTOEh^ON^'HEA'ETH"  "  "~ 

 OF  THE  SENATE  COMMITTEE  ON  FINANCE 


My  name  is  Alexander  L.  Napolitano.     I  am  Executive 


Director  of  Bethesda-  Lutheran  Home  located  at  700  Hoffman  Drive, 


J*atejr±ojm,_ms donsin. —5-3094^-  -  I-would-l i kir^o  ~Th~a nk "  t  tie  ~  ~~" 
Subcommittee  for  this  opportunity  to  offer  Bethesda's  views  on 
S.  2053,  the  Community  and  Family  Living  Amendments  Act  of  1983. 
Quite  simply,  Bethesda  believes  that  S.  20.53  would  disserve  the " 
Nation's  retarded  citizens. 

I.     BETHESDA ' S  MISSION. 

_r.._.  Bethesda  is  a  private,  non-prof  it  organization  serving 
pearly  450  retarded  people  from  31  states  and  one  foreign  country 
"on  its«main  campus  in  Watertown',  Wisconsin.    Bethesda's  residents 
range  in  age  from  8  to  over  90.    Bethesda  also  presently  operates 
10  group  homes  in'8  states  and  has  3  more  such  homes  under 
development.    The  overall  capacity  "of  these  group  homes  is  103 
beds  . 

Bethesda  has  been  successf  ul-lyUfcerving  -mentally  retarded 
children  and  adults  since  1904.    Starting  as  a  small  facility  for 
a  few  retarded  children,  B^tJtxesda,  has-~grown  to  -be  a  nationally  " 
recognized  and  widely  respected  home  and  trailing,  center  ..for 
_r  e  t  a  r  &ed_per  s  ons  ^  -Loca  ted  -on-  neariy-5(tf)-ci  CTel s~of  "la  nd  "in"  a 
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pastoral  setting  bordering  the^Rock  River,  Bethesda  residents  are 
-cared  for ■  by  a  iStaff  of  nearly-  6tfa- -people-; — Moreover,— over— SvOM— 
volunteers  help  to  enhance J^hijs  ^ 

includes  dormitories,  a  vocational*  workshop,,  therapy  rooms,v  an  i 
infirmary,  detached  small  group  homes,  an  educational  center,  a 
chapel,  sejrvice  buildings  ^fqr  printing^.. .maintenance- and  ^laundry-)-- 

and  extensive  recreational  facilitj^^~(c[ym_,  swijnm_ijig_p.OiiL<_._ax.ta  

and  crafts ) « 

Bethesda  ^lso  conducts ^workshops  to  train  people  to  work 
with  retarded  persons,  publishes  various  educational  materials 

^Trd~^XiWsHf6^~develdp  public  awareness  of  the  needs  of  America's 
retarded  citizens.     Bethesda  provides  respite  caire  (short-term 
care  for  a..retarded  person  while,  the  family  enjoys  a  vacation  or 
deals  with  art  emergency)  and  intends  to  open  a  Christian  Resource 
Center  and  ^/Diagnostic  and  Evaluation  Center  to  provide 
information  and  guidance  to  families  of  retarded  persons  and  to 
the  parishes  that  serve  them. 

When  Bethesda  was  founded  in  1904,   little  was  being  dc>he 
for  retarded  people.    Often  they  were  ignored,  mistreated,  hidden 
in  back  bedrooms  or  jailed  as  criminals.     For  the  last  80  years, 
Bethesda  has  been  a  pioneer  in  working  to  change,  these 

"miscohceived  stereotypes  and  in  training  retarded  individuals  to 
develop  productive  skills. 
  Bethesda 's  success  in  serving  mentally  retarded  citizens 

-ha^~been- widely -accrairted.     A' study  f  unded  by  "the  Joseph  P. 
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Kennedy,  Jr.  Foundation  and  conducted  by  Dr..  David  F.  Allen  at 
the  Harvard-  School,  of  public  Healthy ...ioimd-Bethef ^^^^^^JiS' 
b^exempTary .  *    State  inspectors' have  praised  Bethesda's 
institutional  programs  and  have  concluded  that  its  group  hemes 
are  models  of  the  group  home  concept*     Indeed,  Bethesda 1  s  work,.. 
._r_ec£i_vj?d^na tional  r ecogn i  t a  on  -i n-  the jNBC ■_TelLevi s i  ion  JocjVmen t ary_._ 
"entitled  "No  Miracle  But  Love."  ^ 

Bethesda  is  deeply  committed  to  the.  concept  of  permit- 
ting retarded  persons-to  live  as -normally  as  possible  with  as 
much*  autonomy  ov^r~th'e~ir^  own  lives  "as  their  capabili ties  al low . 
To  that  end,  since  1975,  Bethesda  has  moved  260  residents  to 
group  homes,  supervised  apartments,  foster' care  placements  or 
back  to  living  with  their  natural  families. 

_■  -  -   -To  ease  -the- transition  away  from  Bethesda  and  to- make  as 

rewarding  as  possible  the  lives  of  tho^se  residents  who  most 
likely  can  never  live  in  the  larger  jco'ipmunity ,  Bethesda  provides 
extensive  habilitation  programs.    These  programs  include  educa- 
tional  and  vocational  training;  religious  instruction;  social, 
medical,  nursing  and  psychological  services;  behavioral  training; 
and  occupational,  physical,  speech,   recreation  and  music 
therapies-.-  4  "" " 

*      The  cesuit3  of  that  study  are-publ isned  ■  in  a  book-  by -D^v  

Ailen,  now  Assistant  Professor  of  Psychiatry  at  Yale  University, 
and  his  wife,  Victoria,  entUJLed  Et hi£gL J.  s,s u.e .g^ln...Mg.atal.  . 

-  j^TaTdaHori '  "f  r agTc  Choices/Living  Hope  ( Abing_dcm_1979^) i^with^a... 

__|^few^rtf-by- -Bun i  ce  -  K  eTmedy-  -Snx™erv--  " 
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-  •  ;;i.l^gTAgS^x!JLn,gjB»»-v--   '  " ":  ' 

f;Bethesda'3  80  years  of  experience  in  caring  for  retarded 
citizens  demonstrates  that  many  retarded  people  progress  much 
faster  when  they  have  regular  access  to  t-hp  kntaR&iw-tterapigff-i — 

"medical  services  and  educational  and-  job  training  programs  which 
can  only  be  made  available  at  a  large  institution.     S.  2053  -would 
phase  _Q_y.t -Ced«a l-.fu ndi , ng:. to_d.ns ti:tu t-ioria-  -for- m^iiY~£^itd^~ 

-peoplre^mh-irnsre^  funding  for  small,  group 

homes.     With  their  federal  funding  gone,  institutions. fat—    ■  •  •  - 
mentally  retarded  persons  would  have  to  close.    As  an  operator  of* 
both  a  large  institutional  facility  and  a  number  of  small  group 
homes,  Bethesda  opposes  the  doctrinaire  bias  of  S.  2053  against. 

institutions  for  mentally  retarded  individuals. 

'  '  \ 

Al     Summary  of  Bethesda's  Position.    /  * 


Bethesda  opposes  -S.  2053  for  the  following  reasons i 

1.      S.  2053  would  have  the- effect  of  closing  all 
institutions  for  mentally,  retarded  persons,  including 
private  institutions  such  as  Bethesda. 


 2*    "  "S-  2053  assumes,  without  basis,  that  institu- 
tional care  is  universally-inferior  to  smil'l  group  care 
for  all  retarded  citizens.- 

J.      S.   2053  incorrectly  assumes  that  community 
placement  is -always- the' Teas t  restrictive  alternative" 
even  for  severely  and  profoundly  retarded  people. 

4  ■    .  _SV__2053  wp_uld_jnaJi.e_-.it  much  mo^-e-Hii-f^dt^uj_t^fDJ__: 
J^fca  nfled  cftlzink- to-**e*^i«-t -heir— rell 'gTou s  f  r  e  edom . 
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-.^O-S^as-mimea-r-wi-thoutr- ba*5't*g T*"E"Ffa' t""Er7e  "cost" ' " 


of  implementing  group  home  care  for-  retarded  people 
would  be  less  than  institutional  care.         ....  — 

6.  2053  does  not  take  into  account  the  fail- 

ures nor  prevent  r e pe t  i t i on_  g  £  t he  ab uses  which  have 
-rg'sultgd  f TO"nT""pTevl "ous ~de i n s 1 1 1 u 1 1 ona lization  programs. 


 S—  -i 2D5-3--i-gTO3reB— ttl^e^rect  or~c!e  inst  l  tut ion- 


alizatlon  on  the  families  of  retarded  persons,  on  staff 
members  who  care  for  retarded  people,  and  on  the 
community  at  large. 

^  8 .       S .   ?ntH  jet  nnt-  a...nf»caqqary  p^r^q^i-sir^--t<>-^e- 

"development  pf.  groupj^^^are^v.j^..^,*::  ":  ■- -  .•..-•.•:.-..-«-.. 


\ 


Total  Deinstitutionalization  Would  Disserve 
Many -Retarded  Citizens.   L_ 

1.     S.  2053  Would  Have  the  Effect  of  Closing 
All  Institutions  for  Mentally  Retarded 
Persons,  Including  Private  Institutions 
Such  As  Bethesda,  In  Favor  of  Group 

Homes-:'  '  —     —      :-   .  -.  /  : 


The  goal  of  S.   2053  is  to  deinstitutionalize  mentally 


retarded  individuals.     To  .that  end  S .  J0_53 over  a  pei: i ^y^n 

  '  yea  rTr  would  eliminate  all  federal  funding,  for  institutions  for 

mentally  retarded  persons  in  favor  of  funding  for  "community  on 
family  living  facilities.".,  .Such  facilities  .would  be      mi  ted  *fco'  A 
caring  for  a  group  of  people  no  more  than  three  times  the  average 
'  size*  family,  household  in  its  area.     In  short,  small  group  homes 
would  be  federally  funded  but  larger  facilities  would  not.  ' 
/  Because  of  the  extensive  services  and  staffing  ratios 

^.^iJlm^da^ed;  by'  law  'iwhich  BeVrresd^-beliwes  "tt> f---t>e-'B6tti^approprTa"te* 
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and  necessary),  no  facility  can  operate  today  without  the  funding 
assistance  its  residents  receive  from  Medicaid.    While,  about  half 
of  Befcfiesda's  1983  operating  budget  came  from  contributions,  from 
-eveir— 290 , 000  people  living  jj^jeverx' ~s ta.te  in.-.the.Nati-oiv-as-we-H — 
as."  income-  from  its  investments,  the  remainder  of  Bethesda's 
operating  budget  came  from  the  Medicaid  moneys  which  S.  2053 

iproposes^  t o^e-1  :i  nu  n ett£rr~_ - — — — '—  — ~~"  — :~~T~r*~~~        •     ■ " 

It  is  unrealistic  to  believe  private  funding  sources 
-GOuW-cover'  the  $7  ,  355  ,  000"  portion  of  Bethesda '9  "bperatirig  "budget 
which  Medicaid  funded  in  1983.     Nor  is  it  realistic  to  count  on  - 

is 

income  from  endowment  funding.     At  current  interest  rates', 
Bethesda's  endowment  would  have  to  increase  by  $70-80  million  to 
—  provide  enough.,  income  to  cover  the  loss  of  Medicaid  funding.  It 
i9  also  unreasonable  to  expect  the  states  to  assume  the  funding. 

 responsibilities  now  borne  by~Medicaid,  especially  for  private  

institutions  with  residents  who  come— f tern-many  ^if/f"eTe~nE~s£ a tres~'~ 
across  the  Nation.  . 

  Thus 1,. __thexe„is,Jio.*dpubt...fchat  an  elimination  of  Medicaid 

moneys  would  eventually  close  Bethesda  as  well^as  all  other 
f acilities*"taTge^f "  than  the~~imall  group  homes  to  be  funded  under 
S.  2053.     By* so  doing,  S.  2053  eliminates  freedom  of  choice. 
Retarded  citizens  should  have  the  choice  of  a  home  in  the 
•-  -comfiHifl-i by- or  in  "an1  In s 1 1 tulTbn , ""depend ing  6  n  which  setting  best 
meets  a  particular  individual's  needs.     The  federal  government 
should  not  employ  its  power  of  the  purse  to  enforce  one  '  model— of — 
care  to  the  exclusion  of  the  other. 
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2.    S.  2053  Assumes,  Without  _Basisj_Th_at.   - 

Institutional  Care  is  Universally 

 lnJLe_r_i_o  r.._to_^Sma-l  .l^-Otouf>--Ga-r-«— for-A  1 1  

-  Retarded  Citizens*.  ;_^==rr^===i^  ~.  -  - 


.Bethesda  does  not  oppose  the  general  concept  of  dein- 

N  "  ,  /     . 

-frfe-irt-titionaHzart-'ion". — lrrdeed'»'  Betfiesda  has  been  at  the,,  forefront 


—  -in  returning- its*  residents/ "to*  the "community  anci  in  establishing^ 
group  homes.    But  while  deinstitutionalization  is  the  best  course 
for  many  retarded  people,   it  simply  is. not  a  solution  for  all 
retarded  people".  /  * 

Bethesda's  experience  with  group  homes  demonstrates  that 
such  facilities  are  ^ood  for  moderately' retarded  individuals  who 

 can— £u-n€£-i-G>n - i ndepend e.nt^-y- -hr  * soc i et y r  whTl e  IT  v Tn g *  wl t h  pee r s  in 

a  protected  environment.     But  for  severely  and -pr^ou^4iy^ej^  


-T^:...~:r.t^  a  nswe  f".  "These"  * 

individuals  do /not  do  well  in  small  group  homes  because  they  are 
often  non-verbal  and  are  unable  to  communicate,  their  -problems— or :-- 

 " ^6 "per form  sTuch" basic  skills  as  bathing,  dressing  and  cooking.  1 

. '       ■  / 

*" As  Dr  .M  Ar. tcb(y r  J4a y ex  c one Luded  in. -hi &  -OG-tobe r  24ry- i^Q^y—repo r t  "tTC 

the  California  ARC^> 

/ 

1  /  "What  may  be  optimal  in..  smali..cortununi  ties  may-  * 
/   not  necessar ily  be  optimal  in  our  crime- 

 /  TJ J? d £J3  t   kra.fL£i h=l nrmgg^pd-,  -  kftpp -r  snnal     mod  ft rn 

j      cities.    Similarly,  what  may  be  optimal  for 
*      /  '  miidly-..aJid^odera4^1y^etarded-tndivi"d'ualSr 

who  can  relatively  easily  communicate  and  ,4 

 in«feerRv4*~-w-i-th-t^e -nei-ghborrng  commuhiVf'r  May  '""■"*" 

•'   not  ne£e^arjLLy.J*fi.japti^     

/  severely  retarded  people,  whose  needs  and 

/       /  capabilities  are  vastly  different." 

/  . 
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It  would  be"  nothing  short  of  a  tragedy  if;  the  Subcommittee  were, 
to  ignore  this  reality. " 


Bethesda  believes.  Uw^fTTe  laws  ~i"ri  place  today  to' "eTImi - 


n^t-o  infpM^*  i  n?^  i  h  ^^efvs— ahotHrd— be— stTTtrtly~entorced  to  prevent 


,.   the  past  abuses- whiclv  occur  rejd  ^in  .some  institutions-, £pr  mentally.. 


"'  retarded  persons*     But  government  intervention  should  only  ensure 
-tfte - qua-Hty  of ■  ca r e ;  it  should  not  remove  institutions  as  a 
choice  for  those  who  are  ret-wded-v — Exemplary- institutions  _. 
provide  exemplary  care. 

A  fair  inquiry  into  the  :inst  itutional  refor-m- movents  nt~n.n~ 


""mental  retardation  demonstrates  the  invalidity  of  the  assumption 
that  smaller  facility  size  means  better  quality  -care .~  For '""  "" 

example,  James  S.  Payne  .and- James  RV  -Pa-tton,  -in  th<yj  r  v^^atiifi^  - 

Mental  Retardation  (Charles  E.  Merrill  1981)' at  pp.  314-15, 
concluded  that  " it  is_ _i_ncor irect_.to  pr_£s.unie_a- retaxded- -pe Hlon- wdil- 
be  better  served  .in  a  smaller  f acility-  sintply  ■because'  it is 

-  smaller -   ['   _i. .   —   

Moreover ,■ Sharon  Landesman-Dwyet  of  the  University  of 
Wisconsin,  conducted  a  study  in-  1981  in  an  attempt  to  isolate" 
causative  ^l^n^nj:^s__wh ,i.c h  „. cq n tcihu te_ .to.. a. ..  .ret ax-ded-  per-sorr  c-s — : — — ■  • 
successful  living  in  the  community.     Landesman-Dwyer  concluded 
thatf  while  many ;_unf or tunate t_l.iyi.txg.  5 i.tuatioma-. existed- in  large-  — 
ifisTitutlbns ,  the  size  of  *  facility,  as  such,  does  not  have  any 
material  adverse  effect  on  a  retarded  person's  living 
experience.     Rather,   the  appropriate  facility  for  a  particulcHr  


3 1.0  / 
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individual  is  dependent  on  the  resident's  age,  past  experience, 
.  abi-l-ifey  ievel^Titf"Wft'6irt""TiTefc"situat:Ton^  ' 

(9 

As  a  result,  Landesman-Dwyer  rejected  precisely  the 

"doc trtirafoe-strtut^^  he-Hwent>»Hry-ret-»rtied  -wUiulL J..s_~ 

thlTahimat  ing ~'f  6rce~behir^  "sV^Jdp"  Tcited~in  a  Report  by  ...Arthur 

Mayer,  Ph.D,  to  the  Association  of  Retarded  Citizens  — 

California  Medicaid  Restructuring  Forum  on  October  21,  1983): 

"Indiscriminate  solutions,  such  as  sma.ll 
family-style  homes  for  everyone,  will  not  long 
prove  satisfactory.     Indeed,  some  such  well 
intentioned  social  policies  already  have  failed 
 .____px  Ag&..tQ.Jt>acklash  JL^JSmphasas-  li" 

3.     S.  2053  Incorrectly  Assume.%  That 

Community  Placement  Is  Always  the  Least 
Restrictive  Alternative  Even  for  Severely 
_   andJ&tofaundly- Retarded  People.  .     i  r  - 

>'  ■  t 

Community  placement  is  not  the  least  restrictive 

--placement  for  mahy  severe^  For 
example,  a  large  institution  provides  a.  better  living  situation 
than  would  a  group  home  for  people  who  need  major  medical/nursing 
support  systems,,  who  are  nonambulatory,  or  who  cannot  consis- 
tently follow  even  the  simplest  of  instructions.  Such  people  may 
"~ nWe~r~bjOjT. >/rMCO:Xo^fc^TIv]B-In..grQup.  homes  ~~  .cextaLnl.y--not  -in- 
two  years  as  implied  by  S.  2053  or  in  the  foreseeable  future^ 

TISL^    - 

For  many  of  these  individuals  an  institutional  setting 
provides  more  rather  than  less  personal  freedom.     For  severely 
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  J 

retarded  persons,  with  short  attention *spans\  and  limited 

abilities,  a.  large  institution  sUch  as  Bethespa  provides  the 

concervtr  a t ion _o _£_ st  a £.£ ,,  a_nd__f  requency -, of -ser v iqes  which  lower-  ■ 

K'^Vel'~retarded~'^rsohs-heed.    At7  BettieVda,  those  who  might  J>e  / 

confined  to  their  bed  elsewhere  are  taken  to  classes,  to  meals/ 

and  to  special- events.    They  are  not  confined  to.  one  or  two  r,ooms 

as .  _t hey  ...would  be  in  a  small  facility .    Moreover,  when  services 

are  miles  away,  time  is  consumed  in  travel  to  the  therapy  site 
•  j 

which  can  n|ecessi_tate__shor tened.  therapy— programs .        *  "~ 
 IfljJtJieir  book,  Payne  and  Patton  emphasize  that,  as  a 

4 

general  matter,  the  institutional  setting  has  value  arid  often  is 

the  least  rjj^st  r  ij^iye  alternative,  far— severely  and  prpj^ujidly  

retarded,  citizens  (id.)s  ' 

•'Many  people  now  recovering  from  years  of  ram- 
pant a  rft:  i  -  i  nstitu.tipnali  sm -i  aspic ed^  by;  va"f  iqus"'7*. 
■  • .    - •    ' '  -cou r  t  ca ses-  -have  Jbeg un * " to real  1  z  e  that' 

residential  services  indeed  may  be*  appropriate, 
f<Tr  those  severe-ly  and  profoundly  handicapped 
persons  for  whom  community  placement  is  far 
from  'least  restrictive.'" 

Payne  and- Patton  point  out  nine  benefits  of  the  institutional 

setting,  all  of  which  have  been  borne  Qut  by _Be thesda  '  s ;  ^  -.  -  - 

;.  v;.-.^-—  — —  ^ 

exper  ience .  •  -  -  -  — ■ " 

 r "*"a     '"irA""con cent  ration  of  mental 

..  reta_^^^n_speci.a^^tS;:.^d-Jmed4cal   

 _  ■  personnel". "  

Bethesda  has  a  full-time  medical  director  and  over  50 
nurses;  .dozens-  of  -te-achers  and  teachers  aides,  supported  by 


/ 

/ 

/ 

/ 
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psychological  and  psychiatric  consultants,  all  trained  in  mental 


"retardation-;  extensive  in-service •  t  raining..  f.QX_ail.  direc-t-care — r  

staff,  plus  scholarship  assi5tance"vt6"a§s"ur'e  that  staff  remains 
professionally  current. 

 r ' '."  . 

b.     "A  setting  where  necessary  medical 
and  technological  support  can  be 
housed  most  economically . "  


Bethesda' s._.c.Osts  average  betv>een-$66-^ft4y$73  per -day  per 
person  (we  receive  ,only  $49  per  day  for  those  on  Medicaid)  while 
costs  at  state  facilities  are  over  $100  per  day.     Providing  the 
ievel— of^care^aff ered^af  Bethesda  in  a  facility  of  TS  beds^or~ 

■  less  for  severely  and  profoundly  retarded  individuals  would  not 

.i:|?e^ e.coaoBu-cally- 'fusible.   

c,     "A  structured  and  systematic  life- 
style, which  severely. and  profoundly 
.   retarded  persons  usually  require 'J  

Beth\sda  has  found  that  routine  is  absolutely  essential 
for  rdwer=l^ve  1* "ret a fde'd " pe r'son s^.  ^Only  after  years  of  training 
"are  most  seriously  retarded  persons  able  to  enjoy  a  lecs^ 
restrictive  envTrbrimentY 
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 x      nA  'home1  among  peers  \character ized ■      _  ' 

   ...  ^      by  individual-  attention  and  carer  in^ 

coauast "to  the  mainstream  community  " - "* 
4  ..  where  retarded  people  generally  * 

bring  up  the  rear."  ' 

* 

ft 

We~"all  need  to  experience  success*    There  is  no  way* 

however ,  that  severely  retarded  persons  can  "win"  in  competition 

t 

with  "normal"  people.    At  feethesda,  through  quarterly  case  re- 
$ 

,  '  !1 

views,  and  thradgh. .special  activities,  we  structure  opportunities 
for  personal  success  and  accomplishment.     If  a  resident  has  not 
been  meeting  program  goals,  these  "goals  are  broken  down  intq 
smaller  goals  which  can  be  mastered,  and  praise  and  rewards  are 
given  for  Mastering  each  step,  *  •  

"  e...  ~r'A  location  where  qualitatively  sound 

  -  -  and  ethically  sanctioned  research" — 

#                       _both  pure. and  applied       can  take  - 
"place;  accomplished  by  encouraging 
in-house  staff  who  demonstrate  ,the 
requisite  research  skills/interests 
and  by  cooperating  on  joint  ventures 
.  .       with  universities  and  other  research 
— ... , — ,  groups;*"  '  *   


Before  Bethesda  approves  a  scientific  or  behavioral 
research' project ,  a  special  conunittee__mu8t 

appropriateness  and  moral/ethical  implications.    An  recent  years 
Bethesda  also  ha9  become  noted  for  the  development  of  religious 
t-raining-  pt-ogc^ains-and  materials va-ll^f  whiiph^a'r e~" tested" i n 
Bethesda' s  classes  and  then  published  for  use  in  parish* and 
community  settings. 
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f.  "A  vector  for  developing  community 
awareness,  understanding",  •  partici- 
pation and  acceptance  of  persons  who 
are  mentally  retarded."  

I 

Through  its  publications,  movies  and  videotapes ,  through 

its  volunteer  program,  and  through  tours,  Bethesda  works  daily  to 

break  down  barriers  for  retarded  persons.    Over  5,000  volunteers 

a  year  come  to  Bethesda  to  assist  with  camping  and  recreational 

activities,  perform  in  programs,  share  classroom  activities  or 

i  » 
simply  serve  as .  friends .    All  leave  with  new  understanding  of  the 

needs  and  feelings  of  retarded  persons. 

g.  "Instilling  morale  that  fosters 
.  interest  and  prisde  in  the  daily 

duties  6f  the  sta£f.H. 

"You  just  can't  stop  trying,"  said  our  Speech  Trierapy 
supervisor  the  other  day  as  she  was  talking  about  all  the  things 
her  .department  has  tried  to  help  one  of  our  residents,  who  has 
cerebral  palsy  and  cannot  speak."  To  help  him  communicate,  our 
speech  therapists  have  tested  a  variety  of  communication  boards 

placed  at*diffe     \t  locations, on  his  wheelchair,  a  focused  light, 

■  -  -  *t 

a  bell,  a  "speller-teller,"  and  a  differently-positioned 
wheelchair.    They  still  have  not  found  the  right  answer  but  the 
"trying"  goes  on,  with  the  aid  of  consultants  and  engineers  — 
because  they  want  to  and  because  they  care. 


< 
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Staff  members  also  are  enthused  about  involving  our 
residents  in  the  community.    The  staff  take  the  residents  out  to 
dinner,  to  the  community  drop-in  center,  arrange  shopping  trips 
and  numerous  recreational  outings,  and  encourage  community 
schools  and  organizations  to  narticipate  in  classroom  activities* 
This  integration  process  has  created  a  positive  reaction  from 
Watertown,  the  community  in  which  Bethesda  is  located. 

h.     "Creating  an  overall  climate  of  hope, 
understanding  and  determination." 

Bethesda  is  known  as  "a  haven  of  hope."    People  who 
visit  comment  frequently  on  the  happiness  of  both  the  residents 

i 

and  staff.     Ijt  was  because  of  this  unique  atmosphere  that  1 
Bethesda  was  made  the  subject  of  an  NBC  Television  special  .ten 
years  ago,  entitled  "No  Miracle  But  Love." 


In  all  of  these  ways,  the  institutional  setting  is 
better  than  group  homes  for  seriously  retarded  individuals. 
Placement  of  such  individuals  in  group  homes  would  be  a  more 
restrictive  rather  than  a  less  restrictive  alternative. 
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4'.     S.  2053  Would  Make  It  Much  More  Difficult 
for  Retarded  Citizens. to  Exercise  Th<*ir 
Religious  Freedom.  

Bethesda  is  associated  with  the  Lutheran  Church  and 
provides  an  opportunity  for  worship  and  spiritual  growth  to  its 
■residents.     Bethesda's  chapel  has  been  especially  designed  to 
permit  handicapped  people  to  develop  a  religious  life  without  any 
physical  barriers.    At  Bethesda  'residents  attend  daily  chapel 
services  and  weekly  BibLe  classes,  participate  in  voice  or 
handbell  choirs,  belong  to  the  Altar  Guild  and  receive  religious 
counseling,  by  persons  trained  to  meet  their  needs. 

Unfortunately,  the  opportunity  to  practice  their  faith 
and  to  grow  spiritually  is  often  not  available  to  retarded  people 
in  the  community.    Many  congregations  simply  fail  to  provide  such 
opportunities  and  it  is  difficult  to  imagine  how  retarded  citi- 
zens, especially  severely  retarded  citizens,  could  enjoy 
spiritual  growth  in  a  non-church  affiliated  group  home.  Large 
institutions,  whether  church-affiliated  or  secular,  are  in  a  much 
better  position  to  offer  religious  services  to  retarded  citizens 
than  are  group  homes. 
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5.    S.  2053  Assumes,  Without  Basis,  That  the 
Cost  of  Implementing  Group  Home  Care  for 
Retarded  People  Would  Be  Less  Than  for 
Institutional  Care.  ;  


An  assumption  underlying  S.  2053  is  that  group  home  care 
for  retarded  people  would  be  less  expensive  than  institutional 
care.    Bethesda  believes  that  the  cost  of  implementing  S.  '2053 
should  be  investigated  in  depth.    Among  the  factors  which  should 
be  included  in  such  a  cost  study  are  the  following!  4 


•  — •  The  expense  of  building,  buying  or  leasing  the  more 
than  10,000  group  homes  needed  to  house  the  125,000 
to  150,000  people  now  living  in  large  institutions, 

—  The  cost  of  supporting  community  services  such  as 
workshop  training,  therapies,  education,  medical 
care,  respite  care,  domestic  asisistance  and 
transportation, 

—  The  expenses  associated  with  the  expanded  state  in- 
spection teams  needed  to  ensure  that  the  residents 
in  group  homes  dp  not  suffer  from  abuse. 

—  The  expenses  associated  with  the  expanded  state  or 
"county  social  service  staff  which  would  be  required 

to  coordinate  and  manage  the  placements  into  group 
homes.  s" 

—  The  costs  of  training  programs  needed  for  the  group 
home  staffs. \ 

Unless  careful  attention  is  given  to  these  and  other  factors,  the 
costs  of  group  home  care  will  be  grossly  understated. 
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6,     S.  2053  Does  Not  Take  Into  Account  the 
Failures,  Nor  Prevent.  Repetition  of  the 
Abuses,  Which  Have  Resulted  From  Previous 
Deinstitutionalization  Programs . 


While  many  individuals  have  been  released  from 

institutions  in  recent  years,  many  have  been  readmitted  to  other 

institutions  because  sufficient  support  systems  do  not  exist  in 

* 

the  community.    Deinstitutionalization  has  been  largely  a  process 

of  reinstitutionalization  —  shuffling  retarded  residents  through 

devastating  experiences  in  independent  living,  then  placing  them 

back  into  an  institution  when  the  community  experiment  fails. 

Community  facilities  are  not  inherently  normalizing.     In  fact, 

they  can  be  as  restrictive  as  the. worst  possible  institution  if 

the  setting  is  inappropriate  and  the  residents  are  unsupported  by 

the  services  they  require. 

The  failure  of  the  deinstitutionalization  effort  for  the 

mentally  ill  is  well  known.    For  example,  in  Illinois,  the 

process  h^s-come  full  circle  (Radmila  Manojlovich,  "A  Scandal  in 

Mental  Health  Care"  (American  Federation  of  State,  County  and 

Municipal  Employees  (Illinois  Cou    il))  at  page  31 )i 

"The^  mentally  ill  —  by  the  tens  of  thousands 
—  have  been  discharged  from  the  large  public 
facilities.    However,  they  have  not  been 
placed  in  smaller  care  facilities  that  are 
integrated  into  real  communities.  Instead, 
they  have  been  dumped  into  other  institutions 

—  nursing  homes,  boarding  homes,  and  the  like 

—  none  of  which  are  part  of  any  community. 
The  mentally  ill  have  not  been  deinstitution- 
alized.   They  have  been  ^institutionalized. " 
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Great  care  must  be  taken  to  ensure  that  the  problems 
which  have  attended  the  deinstitutionalization  of  the  mentally 
ill  do  hot  repeat  themselves  "in  the  deinstitutionalization  of 
mentally  retarded  individuals.    However,  disturbing  signs  of  the 
deinstitutionalization/reinstitutionalizat ion  cycle  have  appeared 
in  states  like  California  and  Minnesota.    The  wholesale 
deinstitutionalization  contemplated  by  S.  2053  puts  many  retarded 
'citizens  at  risk  of  suffering  through  this  deinstitutionaliza- 
tion/reinst itutionalization  cycle. 

7.    S.  2053  Ignores  the  Human  Effects  of  De- 
institutionalization on  Staff  Members  Who 
Care  for. Retarded  People,  on  the 
Community  At  Large  and  on  the  Families  of 
Retarded  Persons*  

The  deinstitutionalization  doctrine  championed  in 
S.  2053  also,  ignores  a  number  of  basic  human  factors.  The 
following  factors  cannot  be  ignored  if  community  placement  of 
mentalLy^retarded  citizens  is  ever  to  be  successful • 

a.    The  Staffs  of  Group  Homes  Have  High 
Turnover  Rates*   . 

The  national  average  for  length  of  service  for  staff  in 
a  group  home  for  mentally  retarded  individuals  is  18  months.  If- 
large  numbers  of  new  group  homes  are  opened,  these  staffing  prob- 
lems will  only  be  exacerbated.    Where  staff  members  are  unhappy 
and  not  closely  supervised,  the  potential  for  fraud,  neglect,  low 
quality  programming  and  physical  abuse  of  residents  is  great.' 


320 


t 


315 


b.     S.  2053  Makes  No  Provision  for  Funds   

 J  .   to  Change  Commtrttty-Attitudas. 

Bethesda's  bigge9t  struggle  in  establishing  group  homes 
is  finding  a  neighborhood  where  the  neighbors  do  not  object, 
where  zoning  is  appropriate,  and  where  the  retarded  residents  can 
truly  become  part  of  the  community,  .  Placing  retarded  people  ■ 
wherte  community  resentment  exists,  reduces  their  self-esteem  and 
creates  a  sense  of  isolation.    S.  2053  does  not* confront  these 
issues  and  provides  no  funding  mechanism  to  aid  the  procesis  of 
community  integration, 

v 

*c.     Inability  of  Many  Families  to  Cope 
With  a  Retarded  Family  Member.  , 

  Many  families  experience  guilt  over  being  unable  to 

handle  the  retarded  family  member  in  the  home.    Divorces  and 
problems  with  "normal"  siblings  are  common  in  families  with  a 
retarded  member.    Because  many  retarded  people  have  normal  life- 
•   spans,  families  must,  also  struggle  with  questions  such  as  'how  to 
care  for  the  retarded  member  as  the  parents  grow  old  and  who  is 
to  care  for  the  retarded  person  after  the  parents'  death. 

For  many  families *the  very  essence  of  the  term  institu- 
tion-^- the  notion  of  permanency  and  continuity  —  gives  them 
comfort  that  the  retarded  individual  will  be  cared  for  after  they 
have  succumbed  to  the  infirmities  of  old  age  or  death.    The  spec- 
ter of  a  retarded  son  or  daughter  being  shuttled  from  facility  to 
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that  haunts  parents  of  retarded  children. 

* 

8.    S,  2053  Is  Not  a  Necessary  Prerequisite 
to  the  Development  of  Group  Home  Care. 

One  must  not  lose  sight  of  the  fact  that  group  homes  may 
be  funded  without  removing  funding  from  institutions.  Indeed, 
Medicaid  fuhds  are  available  today  to  community-based  Intermedi- 
ate Care  Facilities  for  the  Mentally  Retarded  (ICF-MR)  of  15  beds, 
or  less.    The  reason  most  states  have  not  chosen  this  route  to 
funding  group  homes  is  two-fold.     First,  the  certification  i 
standards  are  very  high  (e.g.,  each  home  must  have  a  nurse  on 
contract,  and  residents  must  be  recertified  by  a  doctor  every  two 
months).    Second,  the  cost  of  operating  such  facilities  at  the 
required  standard  is  substantially  higher  than  the  Medicaid  cov- 
erage provided*    With  this  history,  the  prospect  of  success  for 
the  group  home  concept  which  lies  at  the  heart  of  S.  2053  is 
extremely  limited. 

CONCLUSION 

No  one  solution  can  be  best  for  all  retarded  people. 

The  wholesale  move  to  deinstitutionalize  contained  in  S.  2053 

would  severely  disserve  the  best  interests  of  many  retarded  . 
/  \ 

citizens.'  Bethesda  urges  the  Subcommittee  on  Health  not  to  lose 

„  .y '' 

sight  of  this  fundamental  principle  as  it  continues  its  review  of 
the  best  mix  of  services  and  federal  assistance  for  retarded 
citizens.     Bethesda  .thanks  the  Subcommittee  for  its  willingness 
to  examine  all  options  for  providing  care  to  this  Nation's 
retarded  papulation. 
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TESTIMONY PRESENTED  TO  SENATE  FINANCE  COMMITTEE  ON 
COMMUNITY  AND  FAMILY  LIVING  AMENDMENTS  OF  1983,  S.2053 


ON  BEHALF  OF 


NATIONAL  ASSOCIATION  OF  SUPERINTENDENTS  OF  PUBLIC 
RESIDENTIAL  FACILITIES  FOR  THE  MEfJTALLY  RETARDED 


By  Bernard  R.  Wagner,  Ph.D. 
Immediate  Past  President  and 
Chairman  of  the  Legislative  Committee 
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I  am  Bernard  R.  Wagner,  Ph.D.i  Superintendent  of~the  Georgia  Retardation  Center, 
Atlanta,  Georgia,  and  am  speaking  on  behalf  of  the  National  Association  of 
Superintendents  of  Public  Residential  Facilities  for  the  Menta/lly  Retarded.  This 
organisation  is  comprised  of  approximately  180  chief  executiv/v  officers,  of  state 

institutions  serving  mentally  retarded  clients.    The  purpose, of  this  presentation 

/  •* 

is  to  express  our  opposition  to  the  proposal  entitled  "Community  and  Family 
Living  Amendments  of  1983".    As  currently  written  we  feel  t^at  these  amendments 
could  carry  the  potential  of  seriously  harming  services  offered  the  mentally 
retarded  clients  whom  we  serve.  / 

/         "'  ' 

Our  first  grounds  for  opposition  to  this  proposal  lie  in  the  proposal's  rigid 
adherence  to  the  elimination  of  Medicaid  funding  for  statfe  institutions  except 
for  a  total  of  two  years  of  care.    I  should  poin£  out  in// this  context  that  our 
Association  consistently  for  the  last  ten  years  has  enthusiastically  supported 
the  development  of  appropriate  community  based  alternatives  to  institutional  living. 
We  as  an  organization,  however;  feel  that  emphasis  shq'uld  be  placed  upon  each  state 
developing  a  full  continuum  of  services  and  that  in  many,  if  hot  allt  states  this 
continuum  of  services  would  probably  include  some  limited  institutionally  based 
services.    For  example,  there  are  significant  numbers'  of  clients  currently  in 
institutions  who  require  relatively  sophisticated  and  intensive  services  which 
would  be-. impractical  and  uneconomical  to  deliver  in  a  family-size  setting  in  com- 
munity.   Many  clients  are  profoundly  retarded  witty medical  surveillance  from 
licensed  physicians  and  nursing  personnel,  and  ay$o  require  a  wide  variety  of 
'  specialized  services  such  as  .adaptive  equipment .//physical  therapy,  and  occupational 
therapy.    Other  clients  require  intensive  behavior  modification  programs  because 
of  severe  behavior  problems.-  In  this  context  fliiny  states  are  now  beginning  to 
realize  that  they  are  not  adequately  serving  t^o  very  difficult  populations  - 
mentally  retarded  offenders  who  all  too  often  /are  placed  in  correctional  facilities, 
and  duel  diagnosis  clients  with  both  mental  retardation  and  psychiatric  problems 
who  are  inappropriately  placed  in  psychiatric  settings. 

Most  states  in  planning  for  their  continuupi  of  services  will  probably  come  to  the 
conclusion  that  such  highly  sophisticate^ 'services  are  most  humanely  and  cost 
effectively  delivered  in  an  institutional  rather  than  community  setting.    The  prob- 
lem with  the  amendments^ as  proposed  is  that  the  states  would  not  be  allowed  this 
option  under  Medicaid  funding. 

/'  . 
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A  second  problem  which  we  have  with  the  amendments  as  proposed  Is  that  they  appear 
to  us  to  be  based  on  Incomplete  and  Inconclusive  data.    While  studies  quoting  that 
community  baaed  services  are  more  economical  than  Institutional  baaed  services  are 
probably  accurate  when  speaking  of  the  mild  and  moderately  retarded  clients  with- 
out major  behavior  problems,  there  Is  an  Insufficient  data  base  to  draw  similar 
conclusions  regarding  cost  effectiveness  when  one  considers  the  types  of  popula- 
tions requiring  intensive  services  described  In  the  preceding  paragraph.  Further- 
more, we  feejl  that  the  amendments  are  based  on  somewhat  untested  philosophical 
rather  than  (lata  based  positions.    For  example,  an  assumption  is  made  that  by 
simply  placing  retarded  clients  In  community  in  smaller  residences  the  eventual  . 
result  will  be  a  less  restrictive v  more  normalizing  environment.    Informed  profes- 
sionals in  the  field  are  beginning  to  recognize  that  this  is  a  gross  oversimplifi- 
cation, and'  that  in  many  cases  programs  and  services  exist  in  institutions  which 
are  in  fact  more  normalizing  and  less  restrictive  than  a  number  of  community  based 
programs  which  meet  the  criteria  of  size  and  location.    Unfortunately,  the  field  of 
residential  services  for  the  mentally  retarded  has  been  a  field  all  too  frequently 
dominated  by  philosophical  based  rather  than  data  based  positions.    We  certainly 
feel,  as  leaders  in  the  field  of  residential  services  for  the  mentally  retarded, 
that  our. decisions  as  to  what  the  future  of  each  state's  system  should  look  like 
should  be  based  on  data  as  well  as  philosophy,  and  that  hard  data  regarding  the 
delivery  of  services  to  those  residents  currently  in  state  institutions  requiring 
intensive  levels  of  care  has  certainly  not  yet  been  developed. 

The  absence  of  complete  data  regarding  the  reported  efficiency  of  community  over 
institutional  placement  can  be  highlighted  on  two  grounds.    First,  many  of  the 
studies  in  this  area  compare  the  cost  of  serving  mild  and  moderate  clients  in 
community  with  .the  cost  of  serving  severe  and  profoundly  involved  clients  in 
institutions.    Second,  some  of  the  apparent  savings  in  the  community  result  from 
common  community  practices  of  paying  minimal  Wages  to  staff,  whereas  state 
institutions  use  a  much  higher  salary  structure.    If  emphasis  is  placed  on  moving 
:    institutional  staff  out  Into  community  as  we  Bepopulate  institutions,  and  such 
staff .retain  their  salaries  and  benefits,  much  of  the  apparent  coat  effectiveness 
of  community  settings  will  be  significantly  reduced. 

A  third  basis  for  our  opposition  to  the  amendments  as  proposed  is  that  we  feel  r 
that  the  mechanism  for  encouraging  the  growth  of  community  based  services  already 
exists  in  the  Medicaid  Waiver  Program.    We  as  a  group  do  support  the  planned 
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movement  of  retarded  residents  out  pf  institutions  into  the  community  and  the 
shifting  of  the  emphasis  away  from  institutional  services  towards  community  base 
services,  .  Most  states,  37  at  this  point,-  have  already  had  Medicaid  waiver  plans 
approved,  and  it  is  our  understanding  the  remainder  of  the  states  are  in  process 
of  developing  their  necessary  deinstitutionalization  plans,   ^It  would  appear  to 
us  that  the  Medicaid  Waiver  Program  provides  sufficient  incentives  to  states  to 
make  the  appropriate  shift  in  the  service  system  from  institution  based  to  com- 
munity based,  while  still  allowing  each  state  the  flexibility  to  develop  a  system 
of  service  involving  a  comprehensive  continuum  of  services  offering  the  variety 
of  services  rfnd  settings  our  retarded  citizens  desen*, 

In  summary,  it  is  our  desire  through  this  presentation  to  express  our  serious 
reservations  regarding  the  proposed  "Community  and  Family  Living  Amendments  of 
1983M.    We  feel  that  these  amendments  are  too  restrictive  in  that  they  eliminate 
entirely  the  possibility  of  a  state  planning  to  provide  some  of  its  services  in 
institutional  settings,  that  the  amendments  are  based  oh  philosophical  positions 
rather  than  data  based,  and  that  we  are  very  concerned  that  the  clients  whom  we 
currently  serve  in  our  state  institutions  might  have  to  settle  for  less  intense, 
less  sophisticated,  and  perhaps  inappropriate  services  based  in  community  if 
.these  amendments  are  approved  and  promulgated  as  currently  written.    We  are  as  an 
organization  totally  committed  to  the  development  of  quality  services,  but  would 
put  the  emphasis  on  each  state  developing  its  own  well-thoughout  continuum  of 
services  rather  than  a  federal  dictation  that  these  services  may  not  include  any 
institutional  based  services.    We  stand  ready  to  provide  additional  information 
through  testimony,  surveys  of  our  facilities,  or  any  other  device  you  might  deem 
appropriate  as  you  consider  the  very  complex  and  significant  issues  involved  in 
this. area.    I  am  sure  we  share  a  common  goal  of  attempting  to  develop  the  most 
appropriate,  cost  effective  services  for  mentally  retarded  individuals  which  uses, 
our  scarce  federal  Medicaid  resources  in  the  most  appropriate  and  cost  effective 
manner . 
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TO  ADVANCE 

^...Ih*  irtf  re»«  of  menulJy  r*Urd#d  p*nom  m'ichnrving 
•  appropriate  tducAiton.  homing,  m«k  *l  and  other  v*r\x«" 


"     446  BERNARDSTON  ROAD  •  GREENFIELD,  MA  01301  •  (413)  773  5155 


SENATE  BILL  2053 
OPPOSED  BY 

nnwflWB^_QTjfcnTQnAy^g  unw  Ttffl  pktirtieT),  TWO — 

PRESENTER:         BARBARA  X0N0PIA,  PRESIDENT 
DATE:  .  FEBRUARY  20,  1984 


J 


SUMMARY 


DB I NST I T  UT I OKALI ZAT  ION 

(APWlflTIW  fiERTilLT  RETARDED  PERSONS )  I 

CAUSE  0?  DEATH,  DESTRUCTION  AND  DEGRADATION 
OF  HUMAN  LOT.         .  s 


IflAST  RESTRICTIVE  SETTING I 
NOT  ALWAYS  THE  COMMUNITY  ♦ 

FAMILY  INVOLVEMENT: 

THE  MOST  IMPORTANT  ENTITY  IN  PLANNING  SERVICES. 

FACILITIES  AS  COMMUNITIES: 
MODELS  EXIST  A  MATTER  OF  WILL. 

TRUTH  IN  ADVOCACY : 

NEED  FOR  BOTH  COMMUNITY  AND  INSTITUTIONAL  PROGRAMS. 


RESTRUCTURING  OF  MENTAL  HEALTH  SYSTEMS  I 

MAKING  RESOURCES  (TAX  DOLLARS)  BENEFIT  MENTALLY 
RETARDED  PERSONS. 


/ 

7 


32{ 


322 


\ 


TO: 


U,  S.  SENATE  PINANCE  SUB-COMMITTEE  ON' HEALTH  . 
"Rirr  ~C0KMUNXTT"MA1G>-  PAMILT  LIVING- AMENDMENTS  ACT  OP  1983l-IS.  2053.) 


PROM  J    BARBARA  IONOPKA,  PRESIDENT  &**J+~**  - 

CONGRESS  OP  ADVOCATES  POR  THE  RETARDED,  INC. 


DATE:    PEBRUART  20,  1984 


"JnlTPARBNTS1  VOICE* 


die, 


During  the  past  two  deoadle,  the  maes-aovement  to  deinstitutionalize  mentally 
ill  patients  from  hoepitale  and  Mentally  retarded  pereono  from  residential 
oenters  included  misuse  of  oourt  systems  to  aoooraplieb  idealistic  libertarian 
goals  in  the  name  of  "resldente1  rights  to  treatment  in  leas,t  restrictive  en- 
vironments".   By  the. late  1970*8,  parents  and  relatives  of  retarded  persons 
living  in  publio  residential  oars  and  treatment  faoilities  found  the_reasona- 
bleness  In  their  lives  turned  upside  down  by  the  Movement  to  do  away  with  a 
ohoioe  in  oare  for  developaentally. Impaired  individuals. 

Congress  of  Advooates  for  the  Retarded,  Ino.  was  organised  in  1979  woeii  a 
small  but  determined  group  of  parents  stood  up  and  said  "NO  —  POR  MAlTr  OP 
OUR  CHILDREN,  P^LIC  RESIDENTIAL  CENTERS  ARE  THE  'LEAST  RESTRICTIVE  EN TIRON- 
'  MENTS 1 H •    The  priority  goal  of  OAR  is  to  keep  these  residential  oenters  for 
care,  training  and  treatment  of  severely  and  profoundly  retarded  person  an 
alternative  for  families  who  bear  the  burden 'of  dealing  with  this  developmen- 
tal disability.  J  ' 

THESE  PACILITIES  MUST  BE  UPGRADED  AND  TRANS PORMED  INTO  SPECIAL 
COMMUNITIES  POR  RETARDED  PERSONS  WHO  REQUIRE  SAPE  ENVIRONMENTS. 

\ 

The  numbers  are  many  and  voices  strong  among  those  who  speak  with  disregard 
of  the  true  needs  of  the  severely  and  profoundly  handicapped  in  our  eooiety. 
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Under  the  United  Statee  Constitution,  this  segaent  of  our  retarded  population 
is  entitled  to  adequate  and  appropriate  oere.    This  ia  the  basio,  realistio  .in- 
tention of  our  organisation,  to  aee  thrt  this  group  of  individuala  who  need 
epeoial  lore  and  apeoial  attention  .re  not  saorifioed  and  lost  in  the  prooess 
pf  bettering  the  lives  of  retarded  persons  la  general.    We  are  avowed  in  sdvo- 
oaoy  for  fill  retarded  persons  without  exolusion  of  any  who  bare  extraordinary 
needs. 

Sinoe  the  early^da^a  of  incorporation,  CAR  has  reoeived  tear-stained  letters 
froa  parents  and  relatives  of  retarded  persona,  distraught  froa  the  insensitive 
attitudes  of  sooial  scientists  who  develop  plans  that  thrust  their  loved  ones 
into  situations  where  they  oannot  oope.    He  bare  ooaaunioated  with  ^JW1  and 
State  Legislators,  our  aeabership  and_  the  ^general  publio  regard  ing^g^aany 
tragedies  that  hare  befallen  retarded  individuals  who  bare  been  oast  onto  the 
streets  of  an  unoaring  sooiety.    Tet,  the  prooess  oontinues  with  a^eaing  dis- 
regard for  the  very  serious,  soaetiaes  fatal  oonsequenoes.    Kany  stale  Jental 
health  systeae  pledge  allegianoe  to  the  philosophy  of  "noraelisation"  to  the 
extent  that  the  retarded  persons  needing  services  siaply  beooae  so  aany  apples 
and  oranges.    Until  tbeae  swollen'Njureauoraoies  are  broken  down,  the  aost  ser- 
iously mentally  handioapped  in  our  sooiety  will  oontinus  to  reoeived  only  a 
saall  fraotion  wf  the  resouross  allooated  for  their  oare  and  treataent.  IK 
AMERICA  TODAY,  WE  OAK  DO  THE  JOB  OF  PROPERLY  SERTIWQ  QUE  RETARDED  POFTLATIOW. 
THE  RESOURCES  ARB  THERE.    TO  DO  IT  EFFECTIVELY  AMD  WELL.  THERE  MUST  BE  BOTH 
COMMUHITY  A  WD  IH3TITUTI0HAL  PROGRAMS. 

On  Woveaber  4,  1983,  Senator 'John  Chafee  of  Rhode  Island  introduoed  ae  S.2053, 
COMMUNITY  AlfD  FAMILY  LIVING  AMBHDMEHTS  ACT  OF  1983.    This  bill,  as  written, 
would  aooooplish  baaioly  what  the  ARC  US  bill  intended  to  do,  sliainate  a 
neoessary  part  of  serrioe  delivery  to  retarded  persons,  the  total-oare  resi- 
dential oenter. 
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Congress  of  Advooatee  for  the  Retarded  strongly  oppossa  S.205?  and  oonoludes 
this  written  testimony  with  the  following  text  taken  from  a  letter  now  being 
distributed  nationally  to  maks\  known  our  position, 

"We  do  not  believe  that  one  type  of  oare  should  exist  at  the  expense  bf  the 
other,  nor  that  only  one  type  servioe  is  best  for  all  Mentally  retarded  indi- 
viduals,   for  many  mentally  retarded  citizens  the  institutional  setting  with 
its  many  support  services  is  beet.'  For  other  lesser  'bandioapped  mentally  re- 
tarded  oitleena  the  group  home,  aupsrvieed  apartment  or  some  other  alternative'  1 
service  may  be  appropriate.    We  believe  in  a  continuum  of  quality  oare,  not 
just  one  type  of  oare.  . 

*  majority  of  our  members  have  a  family  member  in  a  publio  inetitutlon.  Most 
of  our  members  have  expressed  oonoern  over  Senate  Bill  2053..  After  Reviewing 
the  proposed  bill  we  find  that  it  would  be  detrimental  to  mentally  retarded 
individuals  who  need  institutional  oare.    Institutions  have  in  many  states 
served  as  the  innovators  and  leaders  in  quality  oare  for  the  mentally! retarded. 
Many  of  the  nations  better  oommunity  programs  are  supported  totally  or  in  part 
by  institutions.    To  curb  funding  to  institutions  would  not  only  hurt  institu- 
tional servioes,  but  would  also  hurt  oommunity  servloea. 

Many  other  reasons  including  lmpaot  on  the  mentally  retarded  individual's 
family;  eoning  law  ohanges  (we  do  not  want  mental  retardation  ghettos) |  the 
negative  sffeot  of  this  proposed  law  in  rural  states  with  limited  health  oare 
and  mental  retardation  professionals!  the  unproven  ooet  of  the  type  of  oare* 
belpg  proposed}  and  the  unproven*  quality  of  oare  to  be  rendered  (the  profess- 
ional reviews  and  varlsty  of  profeseionals  in  an  Institution  oan  not  be  du- 
plioated  in  a  small  group  home  at  less  expense  and  thus  oare  in  the  group 
hone  may  not  equal  the  quality  of  the  oare  in  institutions);  have  lV$  us  to 
oppose  Senate  Bill  2053." 
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Testimony  on  CoramuniXy  and  Family  Living  Amendments  of  1983, 
S.2053  by 

Pasquale  Accardo,  M.D, 

The  nauseating  stench  of  institutional  settings. for  the 
handicapped  has  permanently  scarred  the  olfactory  sensibility  of 
parents  and  professionals  involved  with  the  retarded  for  many 
decades.    This  abomination  ie  thankfully  decreasing  in  frequency 
and  becoming  a  terrifying  memory  rather  than  a  reality  -  there  are 
fewer  institutions,  institutions  are  smaller,  there  are  less 
inmates  in  institutions  and  the  standards  of  quality  for  the  surviving 
institutions  are  (underfire)  continually  improving. 

The  movement  away  from  institutional  settings  and  towards 
community  placements  as  part  of  a  general  program  of  normalization" 
is  both  laudable  and  deserving  public  and  professional  support, 
It  is  not  inappropriate  that  part  of  this  support  be  legislative  and 
financial.    The  history  of  the  institutional  movement  in  the  United 
States  is  one  of  almost  unrelieved  horror,  professional  incompetence 
and  public  apathy.    Starting  with  the  best  of  intentions,  that 
movement  quickly  degenerated  into  an  inhuman  warehousing  of  human 
beings  t.hat  distorted  and  then  justified  the  mistaken  observations 
and  opinions  of  psychologists,  geneticists,  physicians,  educators, 
administrators  and  bureaucrats.    F<)r  too  many  years,  severely 
retarded  persons,  mildly  retarded  persons,  nonretarded  persons, 
and  emotionally  disturbed  persons  were  indiscriminately  and 
irrationally  segregated  from  the  community  in  settings  that  had 
started  out  with  the  goal  of  education  for  return  to  the  community 
but  quickly  declined  in  enthusiasm  and  rapidly  evolved  into  a  hell 
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on  earth,  a  concentration  camp  for  nonpersons  without  papers.  These 
errors,  abuses',  and  self-delusions  were  thoughtlessly  propagated  and 
informed  later j lay  and  professional  opinion  about  the  handicapped. 
It  has  long  bean  clear  that  an  alternate  approach  wa/ dictated  by 
advances  in  (as  well  as  a  truer  prespective  of  papt  achivements  in)  ' 
medicine,  education,  psychology,  philosophy,  theology  and  humanity. 

That  the  }>ld  pattern  of  institutionalization  needs  to  be 
erradicated  ropt  and  branch  goes  without paying.    But  the  greatest 
error  inherent)  in  that  approach  was  to/consider  all  retarded  persons! 
to  be  the  same*  -  to  have  the  same  miriimal  needs  that  could  best  be 
met  by  a  segregated  warehousing.  /Retarded  persons  are- not  all  the 

y  /■ 

same:    t.fcey  exhibit  as  much,  if/ not  more , 'variation  than  the 

/  / 
nonhandicapped  population.    /To  presume  that  all  severely  retarded  " 

persons  Ian  function  in  ^oup  home  settings  makes. about  as  much  I 

selisTas  assuming  that  all  nonretarded  persons  can  function  best 

in  a  home  setting.    Some  retarded  an.d  some  nonretarded  persons  haw- 

special  needs  that  can  only  be  met  in  more  specialized  settings,  j 

The  optimal  placement  for  a  person  with  one  specific  medical 

diagnosis  (alteit  an  exceedingly  rare  one),  hydranencephaly ,  is 

an  intermediate  care  facility  with  readily  available  medical  suppcjrt 

services.    This  is  also  the  ideal  type  of  placement  for  persons  w^th 

.either  similarly  severe  organic  brain  syndromes,  other  severe  medical 

conditions,  or  similar  functional  levels.    The  need  for  this  type! 

of  placement  is  permanent  and  not  short  term.    It  is  necessary  for 

a  small  but  important  segment  of  a  special  needs  population.  That 

the  majority  of  severely  retarded  persons  may  do  well  in  group  home 

settings  is  no  excuse  to  ignore  the  needs  of  this  minority.  That 
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group  homes  need  legislative  and  financial  support  is  no  rationale 
for  withdrawing  such  support  from  those  with  different  and  greater 
needs*    The  population  in  need  of  intermediate  care  facility 
placement  is  more  limited »  more  dependent  and  most  defenseless. 
It  verges  on  criminal  irresponsiblity  to  make  ,the  growth  of  one 
phase  of  the  service  delivery  system  dependent  on  the  erradicatioh 
of  an  equally  necessary  phase.    That  resources  need  to  be  shifted  - 
that  many  clients  currently  in  institutional  settings  would  do  better 
in  group  homes  can  surely  be  implemented  without  blindly  removing  all 
funding  support  from. more  specialized  intermediate  care  facilities. 

Perhaps  the  impact  of  thio  legislation  might  be  clarified  by 
a  rough  analogy  to  a  similar  dilemma  in  the  cars  of  the  elderly. 
Aged  grandparents  may  stay  at  home  with  their  family,  and  may  live 
in  community  based  retirement  villages  or  they  may  be  segregated 
in  nursing  home  facilities.  'Part  of  the  decision  as  to  life  style 
is  a  matter  of  personal  choice!  but  medical  and  physical  limitations 
may  sometimes  make  certain  of  these  options  impractical  and 
unrealistic.    The  family  with  a  severely  limited  grandparent  (scil. 
severely  retarded  grandchild)  is  being  told  that  unless  they  are 
willing  tjo  let  their  grandparent  live  in  a  group  home  setting,  their 
only  other  choice  would  be  to  keep  them  at  home.    Permanent /long 
term  nursing jnome  placement  is  no  longer  supported.    Indeed,  if 
they  pay  for  that  nursing  home  placement  out  of  their  own  pocket, 
medical  serviiesNthat  would  otherwise  have  been  covered  will  not 
be.  *  Now  even  .the  be^st^  nursing  homes  iror  the  elderly,  should  never  . 
be  our  first  chfcice,  but  they  do  remain  a  necessary  form  of  care  in 
certain  selected  cases.    Continued  financial  support  for  this  third 
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option  provides  the  best  possible  entrance  for  regulating  the 
improvement  of  standards  and  quality  0f  care  in  such  settings. 

:lt  is  necessary  to  confess  that  the  medical  profession  has  little 
interest  or  expertise  in  the  provision  of  quality  care  to  the 
severely  retarded  population.    An  informal  attempt  to  survey  the 
meeting  of  the  most  basic  medical  needs  of  this  special  population 
in  community  based  settings  routinely  produces  blank  stares.  It 
is  not  so  much  that  the  answers  are  inadequate;  the  questions  have 
not  yet  been  framed.    It  is  only  in  the  past  20  years  that .pediatrics 
has  reluctantly  and  slowly  moved  towards  admitting  gross  ignorance 
in  the  medical  management  of  the  developmentally  disabled.    A  full 
correction  of  that  almost  criminal  ineptitude  will  take  .at  least 
the  remainder  of  the  present  millenium.    The  numerous  problems 
inherent  in  the  provision  of  routine  health  maintenance,  for  the 
severely  retarded  in  community  based  group  homes  has  been  glibly 
ignored  on  the  facile  assumption  that  if  they  qualify  for  such  a 
placement  they  can  probably  be  treated  just  like  anyone  else  at 
the  nearest  clinic,  doctor's  office  or  other  health  facility.  If 
professionals  and  families  would  trouble  their  brains  ever  so 
briefly  to  recall  the-  nightmare  of  medical  ignorance,  incompetence, 
and  callous  neglect  that  retarded  adults  were  victimized  by  as 

.children,  they  might  not  feel  so  complacent  about  presuming  the 
availability  of  routine  health  services.     Indeed,  they' ought  to 
be  absolutely  terrifiec'  about  future  possibilities  for  the  simple 
reason  that  there  has  been  relatively  little  change  in  the  attitudes 

.-and  opinions  of  the  med ical  .prof ession  towards  the  severely  retarded 
over  the  past  century.    For  every  physician  who  has  been  converted 
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to'  accept  the  mildly  retarded  person  and  the1  Down  Syndrome  adult  /into 
the  community;  there  is  another  (if  not  the  same)  physician  who  would 
strongly  support  the  refusal  of  extraordinary  care  (e.g.,  feeding) 
if  not  actually  euthanasia  for  the  severely  and  profoundly  retarded 
and  handicapped.  -This  legislation  testifies  to  an  abysmal  ignorance 
,  of  the  state  of  preparedness  (psychological,  ethical,  organizational 
and  educational)  of-  the  medical  profession  to  even  passively  be 
drawn  into  its  implementation.    For  families  with  profoundly  impaired 
members  wit h\  -specialized  medical  and  paramedical  needs,  this 
legislation  must  appear  to  have  been. drafted  in  cloud  cuckoo  land. 

The  population  of  the  United  States  is  approximately  230  million. 
The  prevalence  of  mental  retardation  is  approximately  3%.    Of  the 
almost;.  7  million  retarded  persons  in  the  United  States,  about  6 
million  ate  only  mildly  retarded;  these  persons  should  have  benefited 
from  special  education  services  so  that  they  are  (or  will  be) 
functionally  literate  and  capable  of  independent  living  with  minimal 
social  support  services.    In  an  accepting  environment,  such  persons 
should  not  need  segregat ion . in  a  stigmatized  facility  such  as  a 
community  based  group  home  setting.    There  are  about  1  million 
Americans  who  are  moderately  retardedr  these  persons  can  be 
trained  to  useful  employment  and  can  do  quite  well  in  group  home 
settings.     It  must,  nevertheless,  be  remembered  that  some  moderately 
retarded  persons  with  good  social  skills  may  do  well  in  a  less 
restricted  environment,  while  some  few  others  may  have  long  term 
problems  in  coping  with  a  group  home  setting.    As  the  cognitive 
limitation  becomes  more  severe,  the  incidence  of.  associated  medical 
and  physical  problems  also  tends  to  increase.    Rising  mortality  and 
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morbidity  and  shortened  life  span  are  correlates  of  severe  and 
profound  mental  retardation;  they  are  hallmarks  of  the  increased 
speciai  needs  of  this  subpopulat ion  which  represents  only  a  small 
proportion  of  the  total  mentally  retarded  population  -  with  less 
than  a  half  million  severely  and  less  than  a  hundred  thousand 
profoundly  retarded  persons  in  the  whole  United  States.  Persons 
in  the  profoundly  retarded  range  have  intelligence  quotients  below  ' 
25,  mental  ages  below  4  years  of  age,  frequently  have  no  useful 
speech  and  often  have  severe  physical  problems  and  disabilities 
such  that  independent  mobility  is  significantly  limited.    While  . 
many  persons  in  the  severe  range  of  mental  retardation  can  function 
ingroup  home  facilities,  some  can  notj  conversely,  most  profoundly 
retarded  individuals  will  not  be  able  to  function  in  group  home  - 

facilities,  while  some  few  will.    Any  legislative  change  needs 

\ 

to  support  the  widest  possible  range  of  choices  for  living  conditions, 
•  a  range  that  needs  to  be  carefully  titrated  against  a  complex  array 
of  individual  needs.    Failure  -.o  allow  for  the  complexity  of  the  human 
needs  involved  can  become  a  self-fulfilling  prophecy:    an  increased 
mortality  rate  for  a  segment  of  the  severe  and  profoundly  retarded 
and  handicapped  population  inappropriately  placed  in  group  home 
facilities  will  be  a  mute  testimony  to  the  ideological  poverty 
that  informs  the  proposed  legislation.    Thy  hydranencep'halic 
patients  mentioned  above  are  traditionally  accorded  a  lifespan 
of  less  than  1  or  2  years  by  medical  specialists;  superior 
intermediate  care  facilities  are  demonstrating  that  that 
limitation  is  artificial.    The  group  home  placements  that  are 
contemplated  would  most  probably  reinstate  the  validity  of  the 
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gloomier  medical  prognosis. 

The  ability  of  human  beings  to  function  optimally  is  enhanced 
by  increasing  the  options  at;the*r  disposal.    This  legislation 
reduces  options  and  does  so  drastically ,  with  such  a  lack  of 
foresight  as  to  appear  malicious.    iVused  to  be  feared  by  parents 
and  professionals  that  the  use. of  ^tetaate  modes  of  communication, 
such  as. sign  language  and .electronic  communication  devices,  would 
cancel  any  progress  towards  the  acquisition,  of  speech.    Experience  . 
•  has  taught  us  that  alternate  modes  of  communication  not  only 
enhance  the  overall  quality  of  life  for  disabled  persons  but  actually 
tend  to  increase  the  development  o^  spoken  language.  ■  Quality  long- 
term  and  intermediate  care  facilities  are  needed  choices  on  the  spectrum 
of  possible  living  arrangements  for.  severely  and  profoundly  retarded 
.  and  handicapped  persons.    The  judicious  use  of  such  settings  will 
enhance  the  quality  of  life  in  selected  cases  and  will  also  contribute 
to  maximizing  the  impact  of  group  homes  on  the  quality  of  life  of 
their  residents. 

The  teeth  in  this  legislation  bite  in  only  one  direction: 
funding  for  existing  intermediate  care  facility  programs  -  even 
those  doing  an  excellent  as  well  as  necessary  job  -  will  be  cut 
(there  is  no  leeway  in  that  decision)  -  and  patients  will  be  hurt 
thereby.    On  the  other  hand,  while  some  of  these  cut  funds  will  be 
transferred  to  group  home  facilities,  there  are  no  teeth  to  insure 
that  these  latter  facilities  will  be  funded  sufficiently  to  even 
begi*  to  supply  the  same  services  on  a  decentralized  basis.  Indeed, 
the  government's  track  record  indicates  (if  it  does  not  actually 
Buarantee)  critical  funding  deficits  in  this  area.    The  teeth  in 
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this  legislation  bitte  only  the  flesh  of  the  severely  and  profoundly 
handicapped  and  retarded. 

0  \ 

This  bill  is,  in  a  way,  attempting  to  tell  the  entire  United 
States  of  America  that  a  New  England  town  meeting  is  the  only 
acceptable  form  of  local  government.    The  success  of  that  model  ill' 
the  locale  where  it  evolved  is  striking.    Its  proposed  transplantation 
by  legislative  fiat  to  be  imposed Non  the  broad  diversity  of 
communities  in  the  50  United  States  \ach  with  their  own  regional 
history  and  local  practices,  some  in  need  of  improvement  but  many 
excellent,  is  a  political  nightmare./ 

The  great  American  philosopher,  George\Santayana,  warned  that 
those  who  did  not  learn  the  lessons  of  historV  would  be  forced  to 
repeat  them.    Of  all  the  errors  of  the  past,-  thte  pattern  most 
terrifying  to  repeat  is  that  of  the  swinging  pendulum.  The 
replacement  of  one  extreme  by  its  opposite,  the  correction  of  one 
erroneous  course  of  action  by  the  opposite  evil,  smacks  so  much 
of  t/he  mechanical,  of  a  Hegelian  or  Marxist  dialectic,  that  it  must 
appear  abhorrent  to  free  men.    Bruckberger  in  his  Image  of  America 
noted  that  it  was  the  glory  of  America,  the  virtue  of  the  American 
political  system,  the  key  to  the  success  of  the  first  of  the 
world's  great  revolutions,  that  it  avoided  trying  to  legislate 
•Utopian  ideals  but  instead  remained  rooted  in  practical  compromises. 
S.2053  is  uncompromising,  unamerican,  inhuman  in  its  extremism  and, 
'if  passed,  will  be  judged  by  history  as  the  action  of  men  and  women 
too  tjlinded  by  narrow  ideology  to  take  any  notice  of  the  human 
suffering  that  could  have  been  avoided. 
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Statement  on  Ifre  Community  and  Family  Living  Amendments.  (S2053) 

Submitted  by 

The  American  Association  of  University  Affiliated  Programs 
for  Persons  with  Developmental  Disabilities  (AAUAF) 

\ 

N6TE:      Acknowledging  the  high  level, of  current  discussion  and  concern  re- 
garding the  issues  involved' in  S  2053,  the  Board  of  Directors  and 
staff  of  the  AAUAP  used  the  occasion  of  their  mid-winter  Board 
-    •  meeting  to  formulate  the  following  statement.    Subsequent  to  its 
'  distribution  to  the  AAUAP  Membership  for  input  aad  refinement  it 
was  formally  submitted  as  testimony  for  the  record  on  Friday, 
March  16,  1984.  \ 


I,  Background  Factors 

o  It  was  agreed  that  there  has  been  a  documented  historic  failure  of 
state  residential  facilities  ("institutions")  to  respect  the  dig- 
nity of  individuals  und  hence  they  have  suppressed  human  potential 
and  value. 

o  It  was  further  noted  that  irrespective  of  the  level  of  financial 
assistance,  centralization  of  services  in  institutions  does  not  in- 
sure provision  of  appropriate  therapeutic  and  support  programs. 

o  Deinstitutionalization  experiences  in  Pennsylvania,  Michigan,  and 
New  York,  for  example,  have  shown  that  the  quality  of  life  has 
improved  after  discharge  (at  a  cost  which  has  been  somewhat  less) 
as  judged  by  the  views  of  clients,  families,  and  service  providers. 

o  We  have  now  learned  that  there  are1  no  individuals  wbo  cannot  be 
.   effectively  served  in  the  setting  of  community  residence. 

o  Community -based  programs  appear  to  provide  many  personal  benefits 
which  have  as  yet  not  been  clearly  and  systematically  demonstrated, 
t        but  which  show  important  promise. 

II.  Reflections  on  Current  Realities 

o  Current  Title  XIX  reimbursement  regulations  provide  a  sunnresiVe 
atmosphere  for  the  development  of  community  altcrnat  ives,.  which 
could  seriously  delay  or  prevent  nev'and  vital  program  improvement. 

o  There  is  a  need  to  modify  the  existing  mot ivnt ions  leading  to  the 
placement  of  handicapped  individuals  in  more  supportive  and 
c  rea  t  hrc  en  v  i  r  on  men  t  s . 

o  Preparation  for  community  life,  or  assurance  about  the  feasibility 
of  this  plan,  cannot  be  carried  out  successfully  within  the  insti- 
tut  tonal  sett  ing  alone. 
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o  It  is  not  clear  whether  or  not  attitudinal  factors  in  the  soc'al 
scene  must  be  ontirely  revised  before  progress  can  be  made  in 
achieving  gains  for  exceptional  individuals..   ...  ■ 

•  o  There  are  many  gratifying  elements  in  the  S  2053  language  about 
specific  measures  -  individualized  plans,  safety,  residential  - 
settings,  etc.. 

I 

III.    Cautions  about  the  Planned  Steps 

o  Most  landmark  legislation  in  behalf  of  handicapped  persons  has 
been  based  on  rights  and  incentives.    ,However,  a  major  component 
of  S  2053  is  based  upon  a  disincentive  model  of  legislation. 

o  Inasmuch  as  the  proposed  legislation  will  have  the  effect  of 
pressing  for  the  final  return  of  all  institutionalized  persons 
to  the  community,  this  must  be  preceded  by  systematic  planning 
for  and  a  concomitant  commitment  regarding  community-based 
support. 

o  Training  in  the  developmental  model  is  needed  for  (a)  the  gate- 
keepers, (b)  the  primary  care  workers,  and  (c).  the  providers  of 
related  services. 

o  The  suggested  legislation  may  not  go  far  enough  in  consideration 
of  the  range  of  oroad  supports  needed  for  families  in  order  to 
maintain  their  handicapped  children  at  home  or  Alternative 
(_^~— 't'Pwmj^fry  placements. 

IV.    Conclusion  • 

The  AAUAP  feels  that  the  Community  and  Family  Living  Amendments  of 
1983  are  so  important  and  valuable  that  we  vigorously  endorse  the 
intent  and  philosophy  of  this  legislation. 

"i 
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THEN  AMERICAN  FOUNDATION  FOR  THE  BLIND  JOINS  WITH  OTHER  ORGAN- 
IZATIONS,  GROUPS  AND  INDIVIDUALS  CONCER^D  WITH  THE  USE  OF  MEDICAID  , 
FUNDING  TO  IMPROVE  THE  CARE  AND  ASSISTANCE  PROVIDED  THE  SEVERELY 
DISABLED.     WE  SUPPORT  THE  CONCEPT  OF  S-  2053,  THE  COMMUNITY  AND 
FAMILY  LIVING  AMENDMENTS  OF  1983.     HOWEVER ,  S»  2053  HAS  A  NUMBER 
OF  FLAWS  THAT  MAXE  IT  DISCRIMINATORY  AS  TO  WHOM  IT  WOULD  SERVE  AND  i 
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H.  ivn  KtiMor  inspired  millions 
throughout  tho  world  by  her  lnumph 
over  deaf  ness  cind  blindness1  She 
U9ed  her  personal  miracle  of  com 
munication  to  opon  tho  world  for 
other  blind  and  deaf-blind  people. 
She  appeared  beloro  legislatures, 
gave  lectured  wrote  articles,  and 
above  nil,  made  herself  an  example 
of/what  a  severely  handicapped  por- 
.  siri  can  accomplish.  When  the 
American  Foundation  for  the  Blind 
whs  established  In  1921,  she  found 
in  It  a  national  organization  that 
shared  her  purpose.  From  1924  until  " 
her  death  in  1968.  Miss  Keller  was  a 
member  of  the  Foundation  staff, 
serving  as  counselor  on  national  and 
international  relations,  It  was  also  in 
1924  that  she  began  her  campaign 
to  build  an  undowment  fund 
for  the  Foundation.  Throughc 
this  fund  and  the  kindness  of  pfesent 
benefactors  her  work  is  continued. 
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HOW  WELL  IT  VJOULD  ACCOMPLISH  THE  GOAL  OF  BETTER  SERVING  THE  DIS- 
ABLED.     WE  HAVE  OUTLINED  THOSE  POINTS  IN  THE  NUMBERED  ITEMS  BELOW. 

THE  AMERICAN  FOUNDATION  FOR  THE  BLIND  IS  A  NATIONAL,  NON- 
PROFIT ORGANfzATION  WHICH  PROVIDES  BOTH  DIRECT  AND  TECHNICAL  AS- 
SISTANCE SERVICES  TO  BLIND  AND  VISUALLY  'IMPAIRED  PERSONS  AND  THEIR 
FAMILIES,  PROFESSIONALS  IN  SPECIALIZED  AGENCIES  FOR  THE  BLIND, 
COMMUNITY  AGENCIES,  ORGANIZATIONS,  SCHOOLS,  AND  CORPORATIONS . 
DIRECT  SERVICES  INCLUDE  INFORMATION  AND  REFERRAL  FOR  BLIND  PERSONS, 
THEIR  FAMILIES  AND  PROFESSIONALS;  SPECIAL  CONSUMER  PRODUCTS;  A 
TRAVEL  IDENTIFICATION  gERVICE;  AND  GENERAL  EDUCATIONAL  MATERIALS . 
TECHNICAL  ASSISTANCE  SERVICES  INCLUDE  TRAINING,  CONSULTATION , 
PROFESSIONAL  PUBLICATIONS,  PUBLIC  INFORMATION ,  AND  SOCIAL  jAND 
TECHNOLOGICAL  RESEARCH". 

WE  SUGGEST  MODIFICATION  TO  S.  2053  IN  THE  FOLLOWING  AREAS: 
1.     THE  RESTRICTIONS  IN  PROPOSED  SEC.   1918  ON  THE  TIME 
SPENT  IN  AN  INSTITUTION  WOULD  REQUIRE  THE  MOVEMENT 
OF  MOST  OF  pHE  CURRENT  POPULATION  OUT  OF  INSTITU- 
TIONS WITHOUT  RECOURSE  TO  FURTHER  TREATMENTS  IN  AN 
INSTITUTION,  IF  NECESSARY.     THAT  AMENDMENT  SHOULD 
BE  AMENDED  TO  REMOVE  THE  ABSOLUTE  TIME  RESTRICTION 
AND  REQUIRE  CERTIFICATION  OF  NEED  FOR  SUCH  INSTI- 
TUTIONALI ZATION  AND  RECERTIFICATlQN  AT  SPECIFIED 
TIMES  SIMILAR  TO  MEDICARE  CERTIFICATION  OF  MEDICAL 
NEEDS  FOR  PART  A  OF  TITLE  XVIII.     THIS  CERTIFICA- 
TION COULD  BE  CARRIED  OUT  BY  AN  "...INTERDISCIPLI- 
NARY TEAM  OF  INDIVIDUALS..."  AS  OUTLINED  IN  SECTION 
1918(h) (2) (D) (i)  FOR  THE  COMMUNITY  AND  FAMILY  LIVING 
FACILITY.     A  SPECIFIC  PERIOD  OF  TIME  IGNORES  THE 
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POSSIBILITY  OP  A  NEED  AFTER  THE  STIPULATED 
PERIOD  AND  OFFERS  NO  ALTERNATIVES. 
THE  DEFINITION  OF  SEVERELY  DISABLED  RESTRICTS     . # 
THE  BENEFITS  OF  THE  PROGRAM  TO  CERTAIN1  TYPES 
OF  DISABLED/  AND- WOULD  TERMINATE  THE  SERVICES 
TO  THE  MENTALLY  DISABLED  AT  AGE  21.  EVEN  THOUGH 
HAVING  RECEIVED  SERVICES  UNTIL  THAT  TIME. 
FURTHER,  IT  ESTABLISHES  A  CUTOFF  DATE  , FOR  MANI- 
FESTATION OF  "COVERED 11  DISABILITIES  AT  AGE  50. 
MORE  THAN  HALF/  OF  ALL  BLINDNESS  IN  THE  U.S.,  FOR 
INSTANCE f  OCCURS  IN  THOSE  OVER  AGE  50  AND  MOST  * 
SEVERELY  VISUALLY  IMPAIRED  PERSONS  ARE  MULTIPLY- 
IMPAIRED. 

THE  DEFINITION  OF  THE  DISABLED  WHO  WOULD  RECEIVE 
SERVICES  UNDER  THE  PROPOSAL  SHOtffcS  BE  THE  SAME  AS 
THAT  FOR  DISABILITY/BLINDNESS  IN  TITLE  XVI  OF  THE 
SOCIAL  SECURITY  ACT  AND  WITHOUT  A  CUTOFF  DATE  FOR 
MANIFESTATION  OF  THE  DISABILITY,     THERE  SHOULD  BE 
NO  AGE  LIMITATION  SINCE  THOSE  OVER  AGE  50  CAN 
BENEFIT  FROM  "LESS  RESTRICTIVE  SETTINGS"  AND  HA- 
BILITATION  SERVICES  AS  WELL  AS  THOSE  UNDER  THAT  AGE. 
THE  PROPOSED  LEGISLATION  SHOULD  MANDATE  MEDICAID 
COVERAGE.  FOR  ANY  AND  ALL  INDIVIDUALS  WHO  MEET  TITLE 
XVI  COVERAGE  IN  ALL  'STATES.     WITH  THE  CURRENT  MORE 
RESTRICTIVE   (THAN  SSI)  CRITERIA  IN  SOME  STATES,  SOME 
OF  THE  DISABLED  WOULD  NOT  BE  ELIGIBLE  FOR  ALL  SERVICES. 
THE  PROPOSED  LEGISLATION  SHOULD  GIVE  MORE  FLEXIBILITY 
FOR  THE  STATES  IN  THE  PHASE-OUT  OF  MEDICAID  FUNDING. 
THERE  ARE  NOT  SUFFICIENT  DATA  TO  SHOW  THAT  THE 
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PROGRAM  CAN  BE  ACCOMPLISHED  WITHIN  THE  PROPOSED 
TIMELINES.     SOME  STATES  MAY  BE  ABLE  TO  AC- 
COMPLISH THE  PROGRAM  AT  A  FASTER  RATE  THAN  OTHERS. 
HOWEVER,  THE  LEGISLATION  SHOULD  .REQUIRE  STATES 
TO  MAINTAIN  THE  NECESSARY  LEVEL  OF  SERVICES  DURING 
^  THE  PHASE-OUT. 

5.  SOME  CONSIDERATION  SHOULD  BE  GIVEN  TO  ASSISTANCE  I 
IN  FUNDING  THE  PURCHASE / RENTAL  OF  A  COMMUNITY  FA- 
CILITY, AND  IN  TRAINING  FOR  MANAGEMENT  THEREOF. 

6.  RECOGNIZING  THAT  NATURAL/ADOPTIVE  FAMILY 
STRUCTURES  WILL  BREAKDOWN  OVER  THE  YEARS 
EITHER  THROUGH  AGE,  DEATH,  SEPARATION,  OR  ILL- 
NESS, THE  ACT  SHOULD  ENSURE  THAT  AN  INDIVIDUAL  N 
PLACED  IN  SUCH  AN  ARRANGEMENT  HAS  SUBSEQUENT 

CARE . 

»  » 

WE  HOPE  THAT  THIS  EFFORT  TO  PROVIDE  ALTERNATIVES  TO  INST ITU- . 

TIONALI ZATION  WILL  BE  SUCCESSFUL. 

HHHHHHHHHHHHHHHH* 
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The  American  Federation  of  State,  County  and  Municipal 
Employees  (;*FSCME)  represents  more  than  one  million  public  employees 
throughout    he  United  States,  including  100,000  who  provide  direct 
care  and  sui  .>ort  services  to  individuals  with  developmental  disabil- 
ities.   AFS;:  <E  members  work  in  large  developmental  centers  as  well 
as  in  small  community  residences  and  apartments,  group  homes,  and 

',  day  programs.     They  work  as  therapy  aides  and  social  workers,  house- 
keepers and  speech  pathologists,  secretaries,  dietary  personnel, 

j  firefighters,  nurses,  maintenance  staff,  case  managers,  and  physical 
therapists.    On  a  daily  basis,  AFSCME  members  work  to  promote  the 

1  health,  safety,  growth,  and  development  of  severely  disabled  people. 
Our  commitment  to  promoting  the  interests  of  the  developmental ly 
disabled  through  a  service  system  characterized  by  individualization, 
accessibility,  and  a  full  continuum  of  care  requires  that  we  oppose 
S.2053,  the  Community  and  Family  Living  Amendmentu  Act  of  1983. 

This  legislation  would  phase  out  entirely  Medicaid  funding  over 
.  tht  next  ten  to  fifteen  years  for  mental  retardation  facilities 
that  house  more  than  three  times  the  number  of  individuals  in  an 
average  family  household.    States  would  be  required  to  file  written 
plans  and  timetables  for  reducing  their  institutional  population  to 
zero.     During  thin  phase-out  period,  severely -disabled  individuals 
would  still  be  entitled  to  Medicaid  coverage  for  institutional 
services  only  when  no  community  or  family  arrangements  are  available, 
and  provided  that  the  total  time  such  an  individual  has  resided  in 
an  institution  does  not  exceed  two  years.    States  would  have  the  . 
options  to  continue  to  operate  institutional  programs,  but  would  have 
to  do  so  entirely  with  state  funds.    Following  the  phase-put  period 
no  developmentally  disabled  person,  irrespective  of  severity  of 
impairment  or  the  wishes  of  his. or  her  parents  or  guardians,  would 
be  eligible  for  Medicaid  coverage  in  an  institutional  setting. 

If  our  experience  has  taught  us  anything,  it  is  that  the  starting 
point  for  any  system  of  services  for  individuals  with  developmental 
disabilities  must  be  the  individual  disabled  person.     Implicit  must 
be  the  recognition  that,  like  medications,  programs,  services,  and 
settings  cannot  be  prescribed  uniformly  on  a  class  basis,  but  must 
be  determined  according  to  the  specific  needs  and  condition  of  each 
disabled  beneficiary.     Individualization  recognizes  not  only  that 
the  needs  of  each  person  differ,  but  also  that  each  client's  require- 
ments for  services  may  change  many  times  during  the  course  of  a 
lifetime.     S.2053,  however,  would  subordinate  the  concept  of  individ- 
ualized care  to  the  programmatic  requirements  of  a  very  narrow  and 
absolutist  treatment  ideology.     If  enacted,  s.2053  would  seriously 
disrupt  the  continuum  of  services  necessary  for  individualized  care, 
and  in  the  process  jeopardize  the  security-  and  well-being  of  tens 
of  thousands  of  this  nation's  most  vulnerable  citizens. 

Of  the  approximately  128,000  persons  residing  in  public  residential 
facilities  for  the  mentally  retarded  and  developmentally  disabled, 
80%  have  I.Q.'s  below  35  and  a  maximum  mental  age  of  less  than  4  years. 
Sixty  percent  have  one  additional  major  handicap;  37%  have  two,  or 
more  handicaps  in  addition  to  mental  retardation.     Fifty-five  percent 
are  unable  ho  dress  themselves.     Fifty  percent  are  unable  to  speak. 
Forty-nine  percent  are  not  toilet  trained.     Thrity-five  percent 
cannot  eat  without  assistance.    Twenty-five  percent  exhibit  i evere 
behavioral  disorders  that  create  danger  for  themselves  and  others. 1/ 
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While  upwards  of  96%  of  this  nation's  people  with  developmental  ■ 
disabilities  aready  live  either  at  home  or  in  other  community  .place- 
ments,  those  who  remain  in  public  residential  facilities  require 
specalized  medical  and  other  services  merely. to  survive. 2/    They  requi 
intensive  individualized  care  and  programming  from  a  variety  of 
specialties  and  disciplines  if  only,  in  many  cases,  to  prevent  a 
deterioration  in  their  current  levels  of  functioning.     State  develop- 
mental centers  are  more  than  bricks  and  mortar.    Advances  in  medicine" 
and  the  behavioral  sciences,-  judicial  intervention,  and  Medicaid's 
ICF-MR  program  jhaye_ trans formed. .frfca-t-e-  Inst t±uttons^rWm^pYegomi'nan"tly 
^stW3I^T,'ftcTrities  to  muJ ti-disciplinary ,  client-focused  develop- 
mental centers  Which  -  at  their  best  -  reflect  and  extend  state-of- 
the-art  programs  and  services  in  the  care  and  treatment  of  profoundly 
retarded,  multi-handicapped  individuals. 

Medicaid's  role    in  this  transformation,  and  in  the  promotion 
of  the  health  and  welfare  of  this  extremely  vulnerable  population, 
cannot  be  over-emphasized.    The  Intermediate  Care  Facility  for  the 
Mentally  Retarded  (ICF-MR)  regulations  which  were  first  published 
in  1974  (as  45  CFR.  §§249.12  and  249.13;  now  42  CF.R  442,  Subpart  G) , 
provide  the  only  assurances  on  a  national  basis  that  developmentally 
disabled  people  will  receive  .adequate  individualized  services  and 
humane  care..    As  a  condition    for  Federal  funding  -  which  ranges 
from  50%  to  77%  -  facilities  under  this  program  must  provide  individ- 
ualized planned  services  for  each  client,  comply  with  normalized 
living. and  privacy  standards,  and  provide  sufficient  numbers  of 
appropriate  and  adequately  trained  staff.     In  addition,  facilities 
must  meet  strict  architectural  standards  for  life  safety,  fire 
protection,  sani tation, • privacy ,  and  home-like  surroundings.  Between 
1977  and  1980,  39  states  appropriated  or  spent  nearly  $1  billion  in 
capital  expenditures  for  mental  retardation  facilities  -  75%  of_ 
these  outlays  were  devoted  to  projects  directed  toward  bringing 
state  facilities  into  ICF-MR  compliance.  3/    All  such  expenditures, 
it  should  be  noted,  were  made  with  the  understanding  that  long  term 
financial  obligations  in  connection  with  these  necessary  capital 
improvements  would  be  amortized,  in  great  part,  with  Medicaid  dollars. 

To  withdraw  Medicaid  support  from  state  institutions  would  be 
to  undermine  those  advances  that  have  significantly  improved  the 
quality  of  life  for  tens  of  thousands  of  severely  and  multiply- 
disabled  individuals.    States  that  had  counted  on  Medicaid  reim- 
bursement, to  amortize  construction  and  operating  costs  could  be 
expected  to  slash  institutional  programs,  reduce  staffing  levels, 
and  severely  restrict  maintenance  and  capital  improvement.  Rather 
than  risk  the  expenses  and  vicissitudes  of  uncertain  federal  program 
and  funding  policies,  states  would  be  encouraged  simply  to  abdicate 
all  direct  care  responsibilities.     The  effect  of  a  forced  dismantling 
of  public  institutions  would  be  the  dismantling  as  well  of  the  public 
provision  of  services  and  care.    Simply  put,  it  is  easier  to  provide 
paper  "assurances"  than  actual  services,  and  many  states  could  be 
expected  to  take  the  route  with  the  least  potential  for  administrative 
or  political  risk. 
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By  discouraging  the  public  sector's  role  in  ,the  direct  delivery 
of  services  to  the  developmentally  disabled,  S.2053  would  promote  the 
proliferation  of    a  "non-system"  of  programatically  and  administra- 
tively unrelated  provider  entities  of  widely  varying  quality* 
competency  and  commitment  .4/  Pressures  on  state  and  local  officials 
to  recruit  and  maintain  sufficient  numbers  of  independent  community 
vendors  would  be  at  odds  with  the  tough  regulatory  role  these  same 

officials  would  be  requi^^^^^g^ujmaliiu^rder  to  enf  orce  -sfcrrctr  

njuHTTCy^s^aTiaS'Fas"'.    The  result  would  be  a  provider-driven  arrangement, 
of  therapeutically  and  administratively  unrelated  programs  lacking 
comprehensive  planning,  guaranteed  continuity  of  care,  accountibility , 1 
universal  access,  program  diversity  and  balance,  and  consistently  , 
applied  standards  of  quality. 

It  must  be  emphasized  that  while  the  changes  envisioned  under 
S.2053  are  drastic  and  disruptive  to  the  lives  of  thousands  of 
severely  disabled  people,  the  premises  underlying  this  bill  center 
on  ideology  rather  than  empirical  observations.    While  anecdotal 
comparisons  abound,  there  is  no  professional  or  empirical  consensus 
. to  support  the  presumptions  thatt 

•  Facility  size  is  the  most  significant  determinant  for 
positive  client  outcomes,  especially  for1  profoundly 
retarded  and  multiply-disabled  clients.  5/ 

•  Setting  ("community"  v.  campus)  is  a  primary  determinant 
in  positive  developmental  outcomes  for  profoundly  retarded 
and  multiply-disabled  individuals. 

•  •    The  total  cost  of  serving  profoundly  retarded  and  multiply- 
disabled  individuals  -  holding  quality,  array,  and 
accessibility.^/ 

Proponents  of  S.2053  cite  the  experience  of  Rhode  Island  and 
the  phase-down  of  the  Ladd  Center  to  support  the  objectives  of  this 
legislation.    APSCME  is  proud  to  have  taken, part  in  the  planning, 
establishment,  and  operation  of  Rhode  Island's  state-operated  system 
of  community,  group  home,  and  institutional  services.    Rhode  Island 
AFSCME  members,  working  closely  with  state  of f iciala. and  parents* 
succeeded  in  upgrading  €he  entire  system  of  care  for  the  developmentally. 
disabled  in  Rhode  Island.    It  must  be  noted,  however,  that  the  transfer 
of  resources  from  a  predominantly  institutional  service  system  to  one 
that  is  characterized  by  a  full  continuum  of  care  occurred  With  no 
changes  in  current  Federal,  law"    Similar  initiatives  have  occurred 
in  New  York,  Massachusetts,  and  other  states  without  the  drastic 
changes  proposed  under  S . 2053 . 7/  in  addition,  PL  97-35  (Section  2176) 
amended  Title  XIX  in  1981  to  permit  states  to  obtain  Medicaid  waivers 
for  the  provision  of  non-institutional,  community-based  services. 
Any  state  wishing  to  replace  its  institutional  services  with  alterna- 
tive services  can  do  so  now,  under  existing  law  without  the  draconian 
measures  required  under  S.2053. 
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™rt  J!?  t,L'dlcald  P^fram  must  not  be  altered  to  limit  the  options 
H?=*K?PSr  U1^!3  available  for  the  care  and  treatment  of  geverly 
if    ^  o?.h "dividuala.    AFSCME  opposes  s.2053  because  this  legislation, 
lL''ZfZ%t'  wou}d,deP5lve  medically  fragile  and  vulnerable  people  of 

the  highly  specialized  services, they  require.    AFSCME  agrees-with  

the^preponder.an.ce.^f -professional-  -oTrtTriSfrtnTtra  "balanced ,  account- 
able service  system  characterized  by  a  full  continuum  of  care  will 
best  meet  the  needs  of  developmental ly  disabled  individuals.  This 
h«»S T"!.?USt  in?lude  high  quality  institutional  and  community- 
^Hnoli     VtC6S  Whi0h  meet  the  individualized  medicalT  habilitative, 
Hna1'  ^raininf  and  Protective  needs  of  developmentally 

of       ! dm^Pie'    "fofts  t0  de"fund  a"y  eletnent    oAhL  continuum 
or  care  must  be  strongly  resisted. 
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6*  ..     .   '  _  _._.„.  _  _  -  -  - 

Heather  S.  Menninger.     Iss_ues__in  the  Development.^  Programming, 
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Also,  recent  cost  estimates  submitted  by  states  seekinOPJL^..  

-gnd  Coiroffunlty^Based  Walvers^uncler  Med7icaid~show  widely  varying 
and  inconsistent  costs  for  non-institutional  services,  Onej 
approved  waiver,  targeted, to  serve  300  Pennhurst  residents 
cites  the  following  cost  estimates t  \ 

Waivered  ■ 

Institutional  Costs        (Non-institutional  Costs) 

1983/1984  $44,584  $43,384 

1985/1986  $47,209  $46,855 

For  the  first  year  for  the  waiver,  non-institutional  services 
are  expected  to  Hsave"  $1,200  per  client.    During  the  second 
year,  the  "savings"  are  projected  to  be  $354.    These  expenditure 
estimates  for  community  programs,  however,- do  not  include  the 
costs  of  room  and  board.    Obviously ,_Jor  th i s  tar ge it _  popula Lt i.qn...r 
-wlitIchHi:::repr^^  residents, 
nationally  -  the  total  costs  for  community  placements  exceed 
the  costs  of  ICF-MR  care. 

.  '  / 


7,  New  York  State  and  AFSCME  collaborated  to  obtain  $224  ,000  in 
*  Federal  Developmental  Disabilities  funds  with  which  to  train 
institutional  direct  care  and  supervisory  staff  for  new  jobs 
in  state-operated  community-based  programs.  Since  1978,  the 
State  of  New  York  has  operated,  and  continued  to  expand,  its 
publicly  operated  system  of  community  ICF-MR' s  and  group  homes. 

 -In  Massachusetts",  ttie  State ^  LegisTature  has  earmarked  60%  of 

all  capital  expenditures  in  mental  retardation  for  state-operated, 
community-based  programs. 


March    15;  198* 


The  Honor* b,le_pav id  D u r en b er g e r 
ClTaTrman" 

Subcommi  ttee  on  Hea  1th 
Senate  Finance  Committee 
219  Dirksen  Senate  Office  Building 
United  States  Senate 
Washington,    D.C.  20510 

Dear  Mr.  Chairman: 

4    The  American  psychiatric  Association,    a  medi- 
cal specialty  society  representing  over  29,000 
psychiatrists  nationwide,   is  pleaned  to  provide 
our  comments  on  the  Community  and  ramily  Living 
Amendments  of   1983,   S.    2053.     We  <ire  joined  in 
this-test^mony-by-t-he  American  Academy  of  Child- 
Psychiatry,   an  association  of  3,0<I0  child  psychia- 
trists each  with  two  years  of  tra:  ning  in  an 
advance  program  of  child  psychiatry  after  complet- 
ing a  general  psychiatry  residency*     We  request 
that  these  consent!  be  made  part  of  the  Subcommit- 
tee's February  27,    1984  hearing  record  on  this 
legislation  which  would  phase  outl Medicaid  funding 
for  residential  facilities  serving  more  than  six 
to  nine  disabled  persons  whilo  entitling  such 
individuals  to  receive  a  wide  array  of  home  and 
community-based  services. 

The   first  objective  of  the  American  Psychia- 
tric Association  is  to  "improve  the  treatment, 
rehabilitation. and  care  of  the  mentally  ill,  the 
mentally  retarded,   and  the  emotionally  dis- 
turbed. M     As  suoh/  we  have  been  deeply  concerned 
and  committed  over  the  "years  to  ne<  Ling  the  needs 
of  those  articulated  populations  particularly 
the  most  chronically  mentally  ill  and  retarded. 
We  fully  support  the  intent  of  the  Community  and 
Family  Living  Amendments!     "the  full  participation 
of  severely  disabled  individuals  in  community  and 
family  life"  and  have   long  articulated  the  need  to 
provide  appropriate  levels  of  insurance  coverage 
to  enable  these  individuals  to  be  treated  for 
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their  medical  illnesses  enabling  thorn  to  rejoin  the  producing, 
contributing  national  workforce.     Improving  the   lives  of  disabled 
Americana  --  whether  physically  or  mentally  impaired  --  without 
question  should  be  the  goal  of  Congress,   as  it  is  the  medical 
profession's,   in  particular.     However,    the   intent  and  end  result 
of  the  proposed  legislation  would  differ  markedly,  were  the 
Legislation  to  be  enacted  as  written. 

The  provisions  of  S.    2053  are  based  on  arbit£aBy  size  limi- 
tations and  judgments  regarding  the  needs  of  the  mentally  dis- 
abled,  and  supported  by  questionsbie  cost  analyses  and  interpre- 
tations of  major  studies  relating  to  deinstitutionalization. 

_  *OT..*-  he Be i,  r  e  a .s.o.aa  ,  a.r  tic-elated-  -in  -  grrai:eT"det  a  IT  Be  low","  we i "  " 

must  oppose  enactment  of  S.    2053  4,8  written.     Many  questions 
remain  unanswered;   many  details  remain  confused.     The  experience 
of  current  Medicaid'  community  and  home-based  care  waivers  might 
more  appropriately  serve   as  a   guide  to  future  legislation,  par- 
ti cu  la  r  1  y.  gi  ven  the  serious  and  tragic  problem  which  befell 
countless  of  the   chronically  mentally  ill  when  they  were  deinsti- 
tutionalized en  masse  beginning  in  the  mid-1950s. 

In   1955,   there  were  60 0 » 00 0  pa t ien ts   in  the  nation's  mental 
hospitals.     at  about  that  time,    the  move  to  deinstitutionalize 
patients  began.     It  stemmed  partly  from  civil  rights   Issues  and  a 
growing  emphasis   on  personal  freedom.     it  was  also  believed  that 
community  programs  for  the  mentally  ill  were  »ore  humane  arid 
effective,  .not  to  mention  cheaper  thsn  the  so-ca  1  led.  ..warehouses 
f  ox-Mia  -smtrt-a-tty*  ill often  "wi'th i  populations  nearing  5000  in  some 
facilities.     Unfortunately,    those  community  programs  were  inex- 
pensive indeed,   they  were  nonexistent^     Thousands  of  the  chronic- 
ally mentally  ill  flooded  communities  when  state  after  state 
sought  to  close  the  institutions  without  the  corol la ry  commi tmen t 
of   funds  to  support  adequate  commun i ty  ser vi ces .     Many  of  these 
people,   unable  to   live  independently,   were  forced  into,  substan- 
dard boarding  homes  or  shelters  for  the  homeless.     The  Congress 
learned  a  number   of  years  ago  about  SROs   (single  room  occupancy) 
and  the  plight  off  the   thousands  of  mentally   ill   living  in  the 
half-world  of  such   facilities.      More  recently,   the  nation  has 
similarly  turned  to   look  at  the  homeless.     A  recent  Little  Hoover 
report   from  the  state  of   California  has  disclosed  the   very  same 
pattern  of  disregard  for   the  disabled  and  elderly  which  had  been 
leveled  against   larger   institutions  to  be  present  in  the  now-  . 
bu.rgeoning  boar d  and . care   facility  industry  in  that  state  *hich 
has  yet  another  repository  for   the  deinstitutionalized  mentally 
disabled  and  elderly. 


Caring  paVch iatrists  ,   other  physicians  and  health  and  mental 
health  personnel  coupled  with  a  mil,   but  growing  number  of  the 
patient  and  parent  support  organizations  are  still  seeking  means 
of  combatting  the  stigma  of  wntil  illness  which  reduces  tbe  com- 
munity concern  or  activity.     They  sre  still  scrapping  for  dollars 
to  support  this  community  network  which  was  to  have  been  in  place 
when  the  movement  began.     They  are  seeking,   at  the  same   time,  to 
maintain  a  full   spectrum  of  care  aattings,   whether  larger  or 
smaller,  whether  "institutional"  or  "community  based"  (a  mianomer 
about  which  we  will  speak   later),   which  can  best  meet  the  parti- 
cular  needs  of  each  of  the  chronically  mentally  ill  of  our 
nation.  _   ,  — .    ■    

The  message  which  emerges  from  this  painful  history  lesson 

is  that  deinstitutionalization  is  good  in  theory,   good  for  some 

in  practice,  -but  absent  proper  planning,   data  bases,    personnel  - 
bases,   community  support  and.    indeed,  money,   it  is  fatally 

flawed.     We  are  concerned  that  as  written,   S,   2053   contains  many 

of  the  same  pitfalls  and  holds  out  the  same  altruistic  hopes  as 

did  the.  deinstitutionalization  movement  for  the  mentally  ill. 

WHO  WOULD  S.    2053  TARGET   FOR   "COMMUNITY"  SERVICES? 

Medicaid  now  provides  for  the  health  care  needs  of  at  least 

the   financially   indigent  of  all  participating  states.  Many  

sfe*tes-h*ve-  broadened  that  population  to  include  tW  medically 
needy.     Among  those  persons  are  mentally  disabled  individuals 
meeting  the  Medicaid  state-Federal  criteria.     That  Program  sup- 
ports medical  treatment,    whether  institution  based  or  community 
based  for  the  eligible  population.     (Mentally  ill  individuals, 
tnough  financially  eligible,    are  excluded  from  Medicaid  coverage 
for  hospital  based  care   if  they  are  between  the  ages  of  22-65.) 

Today     the   Federal  share  of  Medicaid  funding  is  being 
reduced.     states  are  being  hard-pressed  to  provide  sufficient 
resources  to  meet  the  current  agreed-to  coverage. for  those  now 
eligible  for  the  program.     The  legislation  before  the  Committee 
proposes  to  broaden  at  least   one  segment  of  the  population  the 
mentally  retarded        who  will  by  Federal  statute         not  state 
decision-making        be  eligible  to  receive  Medicaid  funding  for 
health  and  other- services  (some  of  which  have  not  traditionally 
been  Kadicaid  funded).     But  utilizing  the  definition  from  the 
Developmental  Disability  Act  to  form  the  basis  for  the  population 
to  be  cohered,    the  legislation  would  expand  Medicaid  coverage  to 
essentially  all  mentally   impaired  persons  who  may  or  may  no  now 
be  living  in  the  community  the  onset  of  whose  illness  occurred  by 
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age  22.     The   legislation  proposes  to  broaden  the  population  fur- 
ther,  by  encompassing  individuals  for  whom  onset  of  the  disabil- 
ity occurred  prior   to  age  50.     As'  noted,    it  becomes  irrelevant 
whether   that  person  is  residing  at  home  or  In  an  institution  *t 
this  time.     Thus,    persons  eligible  for  the  services,    by  Federal 
statute,   would  include  not  only  those  now  institutionalized  with 
an   illness  onset  at  age  50  or   lower,    but  those  now  residing  8Uc- 
cesafully  in   the  community  who  otherwise  might  not  be  Medicaid 
eligible.     The  legislation  is  creating  a  new  mandatory  category 
of     medically  eligible"   individual*  (now   included  undjBX.-Jto4Wid- 

vision   extending  Medicaid  services  to  the  families  of  severely 
disabled  children,    if  the  family  income  exceeds  the  eligibility 
criteria,   is   needed.     However,   the  five  percent  of  income  spent 
on  disability   services  does  not   give  an  adequate   sense  of.  the 
effect   the  provision  would  have  on  the  family  or  on  Medicaid 
expenditures.     Last,   the  measure  would  extend,    by  option,    to  men- 
tally ill  persons,    whether  they  reside  in  the  community  or  in 
institutions   at  the  very  time  Medicaid  has  never  provided  hoc- 
pital-based  care  to  the  same  population  between  the  ages  of  22- 

65  . 

Medicaid  will   be  paying  substantially  more  to'provide  a 
myriad  of  services   --  some  now  nPt  available  for  Medicaid 
eligibles.     Funding  availability  aside,    there   is  a  serious  ques- 
tion as   to  whether   the  service  network  necessary  to  support  such 
a  population   actually  exists  or  could  exist  in  a  community.  it 
would  support   housing,    rehabilitation,   vocational  activities 
health  care,    and  daily   living  care  for  a  population  as  varied  in 
level  of   care   requirements  as   can  be  imagined. 

FACILITIES  VERSUS  COMMUNITY 

S.    2053  makes   the  argument  that   "community."   is  better  than 
"facility."     it  would  limit  Medicaid  payments  to  eligible  indi- 
viduals  residing  in  a  "community  or  family   living  facility"  with 
a  capacity  no   greater  than  three  times   "the  number  of  persons  in 
the  average  family   household  in  tfie  area  in  which  the   facility  is 
located... N     as  the  average  family  household  in  the  U.S.  gener- 
ally  runs  between   two  and  three,    the'maximum  size  of  a  community 
or   family  living  facility  would  be  six  or  nine  individuals.  The 
current    literature   offers  no  convincing  evidence   to  support  thle 
premise   that   independent   living  skills  can  be  taught  only  in  Jer- 
■tain^ir*e^>f  aCiH^±es--t>r-t^^ 

which  can  be  and  is  the  case  in  any  number  of  what  the  bill  wo\jld 
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consider  to  b.  "institutions"  -  dev.lopmen 

progress  better  in  sm.Uer  than  in  larger  <■••  ««  1 

,,pl,  Baroff,   "On   'Si.e'  and  the  Quality  ot  Resident ial  Care , 
A  Second  Look,"    18  Mental.   Retard.    113(1980)   or  Brown  .  Bu.rd, 
^The  Treatment  Environment  for  Retarded  Per.on.  in  Nursing 
Homes,"    17  Mental.   Retard.   77,   79-80  (1979).) 

Community  placement  is  ideal  Jor  -.n,  develop-on^Xly^i.^J 

:  rir.ritutio^nr.d'r.Ur^/p/r.on-- «. mi*** ;»-«••»•«• 

also  suffering  from  blindness,   deafness,    cerebral  P**"*' 
epilepsy,  or  qtber  disorders.     For  patient,  such  a.  *«»•••••»" 
gram  of  habiiit.tion  may  well  require  a  complex 
,„„,,    .-rvicos  --  including  not  only   good  care  and  medical 
e.t-en       but  also   language'  or  speech  therapy     physical  therapy, 

f;:dlB2»b:i;:ri:«:"iBiiB;i  ?ni.s::r 

■  p     tenta'are" so'aglt.ted,   eelf-a-busive  «  violent  or  otherwise  • 
present  such  behavioral  difficulties  that  some  °r 
Intensive  therapy  are  needed.     The  M>a  !'°"n.noL  of 

of   such  patients  to  institutions,   as  well  as   the  hum.nenose  o£ 
their  being  served  there. 

This  position   is  in  no  sense  an  apology   for   inhumane  insti- 
,  t n  »„^.i.y     if   the  riqht  to  habilitation  is  recog- 

5. Too. £r.bl.  K»  i'anty  humane  care  and  Habilitation  must 
and  can  be  P"Vid.d  regardless  of  whet  er  o£  -ot  i^i.^^t 

\ illllVZ  o    a  r'tharenvisioned  by  this  legislation 

a^uld  Remain  available  a.  an  option  for  appropriate  patients,  - 
S.    2053  forecloses   this  option. 

As  Throne  has  observed  "The  distinction  between  institutions 

►  tr.Hi  tlon  versus  deinstitutionalization....     The   issue  is 
whrt        d  of  in'.ttt'utlon.  best  m^ve."     (Throne     "Dein.titut  on- 

ali.ation.     Too  Wide  a  "» ^/c \«   ^  a  'f.clu- 

2053  orohibits  a  response  to  that  issue  oy  ^w-*..^ 

ties  wnich  might  "best  serve"  some  of.the  de ve 1 opm.n t a  1 ly  dis- 

abled. 
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It  is  argued  that   this   legislation  will  save  Medicaid  funds 
now  expended  for   institutional  care.      It   U  argued  that  this 
legislation  will  save  many  of  the  do vo lopmen t al ly  disabled  from 
lives    lacking  in  habi 1 i t a t i on ,    lacking  in  treatment.     Both  are 
patently  false  for  a  number  of  reasons) 

(1)  Medicaid  requires   "active  treatment*  to  occur   in  all 
facilities  now  providing  care  for   the   disabled.     That  active 
treatment  could  be  equally  flouted  by   larger   institutions  or 
smaller  facilities  vhich  spring  up  as,the  result  of  the  board  and 
care  industry  this  legislation  will  set  in  place^ 

(2)  As  has  been  noted,    the  population  base  is  appreciably 
larger   than  current  Medicaid  beneficiaries  who  are\developmen- 
tally  disabled.     Even   if  "community  careH  costs  les>  per  capita, 
it  will  ultimately  cost   far  more  than  current  Medicaid  pays  for' 
those   now  under  the  program.  .  \ 

(3)  Economies  of  scale  do  not  exist,    particularly   in  meet- 
ing the  needs  of   the  disabled  for  physical  therapy,   an\j  other 
forms  of  therapy  routinely  provided  in  so-called  institutions. 

(4)  Saved  Federal   Medicaid  dollars  will  be  more  tihan  offset 
by  state  dollars  utilized  to  provide   care   to   those  profoundly 
disabled  who  are  not  candidates  for  community-based  treatment  and  . 
to  provide  c#rn  for  those  persona  whose  needs  require  institu- 
tional care  when   "necessary"  care  fails. 

.  ■> 

(5)  Substantially   greater  Federal  dollars  will  need  to 
expended  to  expand  appreciably  the  programs  under  p.L.  94-142 
(Education   for  the   Handicapped  Act)   which   would  be  requjired  to 
meet  the  educational  needs  of  those  newly  returned  to  t/he  com- 
munity        many  of  whom  wo\ild   be. among  the  most  profoundly  dis- 
abled of  the  population.  V 

(6)  Cost  estimates  about  community-baaed  care  riflect  the 
costs  associated  with  those  now  bein#  treated   in  the  faommunity, 
not  those  who  remain  in  .institutions.     The  latter  are/  in  greater 
need  of  a   large  constellation  of  me'dical,   social  and/ rehabi  1  i ta - 
tion  services  than   the   former,  / 

(7)  Capital   outlays  for  this   legislation  are/unknow,  but 
estimates  are  already  in   the  billions.     Coupled  wil£h  the  cost  of 
services-,   construction  and  rehabilitation   of*  f acil/itiea  for 
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CAMPUS  probl...   when  it  «.  d  1. 'J  *  ^  and 
cents  were  being  sent  to  usod  t0  provide  totally 

_, .    annfiiirB  to  ub  thit  what  this  bill  represents  is  an 

It  appears  to  us  ■  f       pr0qram  which  requires  sub- 

'  :s r  b  ;:  :?,:!;.:;:';:.::::; 

cald  progran)   to  pay  its  wav.     w*veu  created 

^I„„i„   , n j   flfirlouslv   concerned  that  wnat  wiu  wo  " L 
we  are  deeply  and  seriously  c  ^Institutionalization 
ia  vet  another  example   of  the  rai-ure  u*  ^  .nn.her 

:;i;;/:ri£.;'.:'";;/:;r:r,;;,  s  sa.  'Xrirss:.., 

111  happen  to   the  mentally  retarded. 

Tna  APA  believes   that  Congress  should  not  proceed  this 
I.gi.n:if/»til  -ny         the  ^.tl...  .b..t  . ppr-P     •* ^ 
„ttln, ,  .e" rio.  av all.b  1     y,  ^  Qnqol  experience 

tlon  to  be  served  are  anawereo  c  *b       d  care  „»"ivers  Kay  pro- 

under  the  Medicaid  Community  dh  ft  °  B  itteewlU  work  with 
vide  so«e  greater  evidence.  ^         '     altlon,  a8  well  ae 

^.rrsy1^.".:^-"".:  td:1tBh.:::.?i:o»u...i..  ^.nt 

which  has  affected  the  mentally  ill.' 

Respectfully  Submitted, 


George  Tarjan 

president,   American  psychiatric 

Association 
past  President,  American 

Academy  of  Child  Psychiatry 
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Prepared  by:    Mi ss i e  Rasnick,  President 

Arkansas  Association  of  Human 
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February  27,  1984 


Summary  -  S.  2053 
By:    Miasie  Rasnick 


Senator  Durenberger  and  members  of  the  Subcommittee  on  Health,  I  welcome  this 
opportunity  as  a  counselor,  teacher,  parent,  and  advocate  to  apeak  Cor  myself 
and  thousands  of  fellow  Arkansans  in  opposition  to  "The  Community  and  Family 
Living  Amendments  Act"  now  S.  2053. 

Our  major  concerns  resulting  in  this  consensus  follows: 

l*    Medicaid  Restructuring  Is  Needed  .  .•'  .  but  S.  2053  is  not  the 
vehicle  for  doing  so,  since  the  ultimate  outcome  for  Arkansas 
would  be  the  closure  o£  all  eight  of  our  ICF/MR  facilities 
serving  approximately  1,400  client's.    A  population  which  is 
99  per  cent  Title 'XIX  eligible.    Maximum  reimbursement  rate 
,of  72  per  cent  eligfbte  costs  are  realized.    The  Arkansas 
taxpayers,  with  a  present  10.5  per  cent  unemployment  rate, 
low  wages,  and  recent  raised  taxes  to  support  education, 
could  not  generate  enough  revenue  to  replace  the  Title  XIX 
dollars  S.  2053  would  take  away  from  our  institutions.  The 
first  Just  began  operation  in  1959  and  their  demise  would 
create  a  crisis  for  Arkansas* 

tt  would  be  impossible  to  have  alternate  services,  meeting 
Federal  guidelines,  within  the  time  frame  mandated  by  S.  2053. 
Why  must,  it  be  "one  versus  the  other"  instead  of  a  continuum  of 
services.    Why  not  maintain  quality  institutions  as  an  alter- 
native?   Since  for  many,  this  is  their  real  home  in  the  least 
restrictive  environment. 

II.    The  Lack  of  Learning  From  Past  Mistakes..  When  advocates  began 
lobbying  to  "set  the  mentally  ill  free"  and  "give  them  their 
rights"  as  well  as  "save  taxpayers  dollars",  the  result  of  such 
action  has  produced  hordes  of  street  people  whose  populace  is 
much  younger  with  thousands  of  women.    In  the  past  20  years, 
over  800  chronically  mentally  ill  patients  have  fallen  through 
official  fingers  into  Arkansas  streets  and  boarding  homes,  many 
of  them  unfit.    Dr.  Robert  Shannon,  State  Mental  Health  Com- 
missioner, commenting  on  S.  2053  stated  that  unless  policy  makers 
in  the  field  of  Mental  Retardation  profit  from  the  documented 
examples  in  the  mental  health  field,  the  mentally  retarded  could 
Join  the  mentally  111,  the  out  of  work  and  the  alcoholic  derelict 
in  the  nation's  streets,  alleys  and  bus  stations. 

In  reference  to  the  aforementioned  comments,  I  trust  that  they  have  helped  clarify 
the  reason  that  so  many  people  are  opposed  to  the  "Community  and  Family  Living 
Amendment*  of  1983",  S.  2053- 
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S.  2053 .  DISASTER  FOR  ARKANSAS  SERVICES 

I 

Arkansas  was  the  forty-seventh  state  to  deve.lop  a  state  school  for  develop- 
mentally  disabled  children.     In  Conway,  Arkansas  on  October  4,   llJ5<i,  the  Arkansas 
Children's  Colony  was  formally  dedicated,. 

This  unit   Is  now  one  of  six  Human  Development  Centers,  taster  Seal  Center  and 
Mlckel's  Infant  Infirmary,  all  ICF/MR  facilities  that  serve  approximately  1,400 
developmental ly  disabled  persons,  of  all  ages,   In  Arkansas. 

The  Booneville  Human  Development  Center,  Boonevillc,  Arkansas,  where  my  twenty- 
nine  year  old  severely  retarded  daughter  resides,  like  all  of  the  other  Centers  in 
Che  state,   is  a  model  that  it  ml^ht  be  well  for  other  service  providers  to  observe 
and  copy.    Tills  institutional  setting  Is  atop  a  beautifully  landscaped  hill  among 
the  pines,     U  has  dormitories  with  single  rooms  for  each  resident  and  full  time 
supervision;  group  homes  with  varied  degrees  of  supervision;  and  single  family 
dwellings  tor  two  to  four  occupants  that  need  a  minimum  of  supervision. 

Many  of  those  people  are  able  to  go  to  work,  shop,  prepare  their  own  meals,  par- 
ticipate in  vocational  training,  social  activities,  and  sports  events  which  may  be 
on  or  off  campus^.    (Exhibit  1,  Booneville  H.D.C.  Special  Olympics) .\ 

The  primary  objective  of  this  Center  Is  to  provide  a  program  to  all  of  the  resi- 
dents, with  emphasis  on  life  survival  skills,  so,  where  possible,  they  may  week  a  life 
away  from  the  institution.     During  Its  ten  years  of  existence,  255  residents  have  left 
the  Center  to  reside  in  group  homes;  with  their  respective  families;  in  rehab  1 1 itat ion 
centers;  In  foster  care  facilities  or  apartments.    Many  have  made  the  transition 
successful  1  y,  but  some  have  not.    The  lack  of  success  Is  often  due  to  the  fact  that 
during  a  difficult  ad  ji  s tine  in  period,  these  developmental  1  v  disabled  persons  displayed 
behavior  that  the  community  providers  would  not  tolerate.     As  a  result  of  these  actions, 
the  person  involved  h.is  ended  up  on  tin*  streets,   in  Jail,  nr  back  In  intolerable  hpme 
si tnat  Ions.    This  situation  shoo  hi  lie  corrected,  since. how  many  so  called  normal  people, 
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suddenly  thrust  Into  a  totally  different  life  atyle  nmong  strangers,  can  make  the 
transition  without  emotional  trauma,     It  la  difficult  enough  for  these  bo  called 
normal  people  who  possess  a  far  greater  reasoning  ability  to  make  decisions  and 
nredlct  the  utility  ot  the  action  than  the  mentally  retarded  person,    Yet,  there  are 

those  who  expect  the  mentally  retarded  person  to  adjust  to  sueh  a  situation  in  a  matter 

\ 

of  days  or  weeks,     Why  not  maintain  quality  lnstitut\ons  as  an  alternative?    Since  for 

j 

many,  this  is  their  real  home,     When  the  mentally  retarded  person  is  forced  into  a  ■ 
situation  beyond  his  or  her  ability  to  adapt,  it  often  results  in  displays  of  bizarre 
behavior  (Exhibit  II,  "Sunland"). 

A  young, woman  Loft  the  BooneviUe  Human  Development  Center  to  live  in  a  group  home, 
she  soon  progressed  to  marriage  and  giving  birth  to  a  baby,    The  constant  demand  on  her 
time  to  cart;  for  the  baby  and  Its  Incessant  crying  caused  her  to  reach  a  breaking  point. 
One  day  she  grabbed  a  pan  of  boiling  water  from  the  stove  and  used  it  to  scald  the 
baby  to  death.    This  young  woman  is  now  in  a  prison  in  Arkansas,  the  victim  of  a  sit- 
uation beyond  her  control,     Reports  of  rape,  pregnancy,  suicide,  publ  lc^  appea ranees 
In  underwear,  public  disturbances,  venereal  disease,  drowning,  and  disappearances  are 
Just  some  of  the  fates  awaiting  many  retarded  who  are  released  from  the  institution 
for  Independent  Living  without  the  proper  followup  by  a  case  worker.    Case  management 
must  have  top  prlorltv  In  any  move  toward  deinstitutionalization. 

My  daughter,  Susan/  was  the  recent  subject  of  an  editorial  by  Jack  Moseley  In  the 
Southwest  Times  Record,  Fort  Smith,  Arkansas  after  lie  had  studied  the  "Community  and 
Xamlly  Living  Amendment*  of  1983",  now  referred  to  as  S.  2053.     Part  of  his  Letter  From 
the  Editor"  read  like  this:  "Goals  great,  but  what  about  realities?    She's  twenty-nine 
years  old  and  eery  happ*.  .     She  has  a  boyfriend  and  enjoys  the  companionship  of  those 
around  her.     She  feels  secure  and  free  to  walk  acrosu  the  green  meadows  or  rest  In  the 
<hauV  u|  pine*.    Winn  slu;  visits  her  family  she  wants  to  get  back  to, the  place 

she  consider!:  home.     Hut   there  are  those  In  our  society  who  want  her  to  he  more  "free 
and   Independent   .      In  achieve  that  wel l-lntoiU  loned  goal,   they  would  uproot  this  young 
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woman,  take  her  away  from  familiar  surroundings,  away  from  friends  and  make  her  pait 
of  a  social  experiment  thit  in  some  instances  actually  has  killed  people.    She  and 
those  who  love  her  fare  the  difficult  task  of  opposing  a  growing  national  movement 
that  sounds  extremely  appealing  and  humanitarian.     Unfortunately,   the  practical  side 
of  this  movement  is  packed  with  peril  for  the  objects  of  social  change." 

Realizing  that  small  and  medium  sized  conimuni ty-b.asud  residential  facilities, 
group  homes,  foster  homes  and  even  the  household  of  the  conventional  nuclear  family  v 
are  Institutions;  S.  2053  cuts  too  wide  a  swath  since  its  blade  threatens  an'  Institution 
except  the  one  the  supporter  of  S.  2053  chooses  to  defend,     All  of  our  ICF/MR  i  istitutions 
in  Arkansas  could  be  brought  under  this  ax  for  one  reason  or  another*    When  deinstitu- 
tionalization,  in  the  form  of  a  Federal  mandate,  attempts  to  force  all  mentally  retarded 
citizens  into  a  specific  setting,  regardless  of  prevaling  conditions,   it  is  not  scientif- 
ically or  morally  soiind.     Research  shows  that  with  the  proper  use  of  operant  procedures 
one  can  teach  retarded  people  a  multitude  of  .skills,  dependent  upon  their  abilities, 
in  any  or  all  of  the  institutional  settings  mentioned  above. 

This  issue  started  some  years  ago  after  money  became  available  for  research  in  the 
form  of  studies,   travel,  experiments,  etc,  and  modern  science  produced  drugs  that  in 
proper,  regular  amounts  made  some  mentally  ill  people  behave  normally,  whatever  that  is. 
Advocacy  groups  sprang  up  around  the  country  and  Immediately  began  lobbying  on  behalf, 
of  the  "rights"  of  the-  mentally  ill.     "Set  these  people  free",  they  demanded,  "Give 
them  their  freedom;  give  them  their  rights,  besides  it  will  save  taxpayer's  money." 

State  after  state  did  Just  that,     An  article  "Homeless  in  America"  appearing  in 
January '2, • 1984  issue  of  -Newsweek  stated:     "The  people  who  pass  the  night  in  such 
accommodat  ions  -rts-overnight-stTO Iters,  pliono'Tmoths"   cardboard  boxes,  garages,  abandoned 
buildings,  'over  hot  air  grates  or  under  bridges,  are  a  much  more  diverse  lot  than  in 
the  past  and  much  younger,  now  avemnhw  in  their  Low  30' s,     Twenty  years  ago  the 
home) «  sss  consisted  almost  exclusively  of  alcohol ie  skidrow  men,  mostly  white  males. 
Thi»\   ha vi'  been   Joined  bv  huge  numbers  of  released  mental  patients,  who  now  make  up 
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one-third  to  one-half  of  the  total,  and  have;  added  thousands  of  women  to  the'  streets, 
It's  hard  it»">  tell  who  were  seriously  ill  before  becoming  homeless,  and  who  were 
driven  over  the  edge  by  the  rigors  of  street  life.    As  status  emptied  overcrowded 
and  ill-staffed  hospitals,  they  set  thousands  free  to  fend  for  themselves,    And  now, 
as  local  governments  and  char  i  table  organisations  stretch  to  provide  relief,  they 
find,  according  to  some  accounts,  that  the  more  they  do,  the  more"  they  Increase  demand. 
Meanwhile,  what  they  cannot  di)--from  providing  underwear  (an  Item,  unlike  overcoats, 
that's  rarely  donated)  to  Uncling  family  backing  and  permanent  housing-is  what  the 
home  less  often  need  most  (Exhibit  ill-i  "Life"). 

Because  they  live  without  addresses,  the  homeless  are  unable  to  receive  food  stamps 
and  welfare  in  most  states.     Estimates  rartge  anywhere  from  250,000  to  two  million 
nationwide,  tens  of  thousands  of  whom  hazard  the  elements  every  night." 

The  state  of  Arkansas  is  well  aware  of  the  plight  of  Its  mentally  111  residents. 
Recently,  the  Little  Rock  Arkansas  Democrat,  ran  a  series  of  articles  on  the  "Boarding 
Homes  for  the  Mentally  111". 

An  editorial  dated  December  16,   1983  exposed  the  shameful  condition  and  what 
brought  it  about.     In  part,  it  read:     "Whose"  mental  health?    The  State  Department  of 
Mental  Health  tells  us  that  over  the  past  20  years  as  many  as  800  chronically  ill 
~mental~patT'3ntV  have  fallen  through  official  fingers  into  Arkansas  streets  and  boarding 
homes,  many  of  them  unfit.    The  figure  Is  probably  even  larger  and  State  Mental  Health 
Commissioner,  Dr.  Robert  Shannon,  admits  to  the  Democrat  that  all  these  people  and 
others  since  dead  have  been  "cheated"  and  are  probably  even  wors_e.  of.f . than  ill- Xhe-J96Sls- 
when  the  mentally  ill  were  housed  in  Arkansas'  medieval  mental  institutions.  Shannon, 
"'also,  states  that  unless  policy  makers  in.  the  field  of  Mental  Retardation  profit  from' 
the  example  In  the  mental  heaUh  field,  the  mentally  retarded  could  Join  the  mentally 
111,   the  out  of  work  and  the  alcoholic  derelict   in  the  nation's  streets,  alleys  and 
bus  stations.    This  comment  was  made  in  regard  to  Shannon's  concern  for  S.  20!>3. 

."At  this  time,  Arkansas'  Governor  Bill  Clinton,  legislators  and  concerned  citizens 
are  working  t.>  get  funding  tor  a  long  term  care  facility  hack  on  the  State  Hospital 
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grounds  and  provide  morc  supervised  care  for  the  mentally  ill  wherever  they  can  be 
found." 

"The  plight  of  the  people  in  the  boarding  homes  is  the  product  of  the  noble  drive 
for  'deinstitutionalization'  but  no  one  intended  that  people  released  from  institutions 
should  end  up  wandering  the  streets,  eating  out  of  carbage  cans  and  wasting  away  in 
unfit  boarding  homes  which  degenerates  to  mere  existance  bccaasc  there  is  no  other  place 

0 

'  for  them  to  go." 

Arkansas  is  a  small  state  in  area  and  is  not  heavily  populated;  therefore,  it  is 


simple  to  garner  facts  as  to  what  has  happened  in  the  past  and  is  continuing  to  happen 
to  the  mentally  ill.    It  is  for  this  reason  that  so  many  people  are  well  aware  of  what 
happens  when  mass  deinstitutionalization  takes  place.     Due  to  the  array  of  authenticated 
data  from  Life,  Newsweek,  Reader's  Digest,  newspapers,  and  other  sources  of  information 
including  on  site  observations,  from  around  the  nation;  we  have  every  right  to  believe, 
v beyond  a  reasonable  doubt,  that  the  same  fate  .awaits  the  mentally  retarded  in  Arkansas 
and  across  America  if  S,  2053  should  become  an  enforceable  law  now  or  ever,     In  fact, 
many  states  are  already  seeing  some  of  their  mentally  retarded  living  as  "street  people", 

I  am  president  of  the  Arkansas  Association  of  Human  Development  Center  Parents; 
coordinator,  Arkansas  Parents'  Network;  board  member.  National  Congrees  of  Advocates  for 
the  Retarded;  president,  Human  Development  Center  Supporters;  member, ,Developmental 
Disabilities  Advisary  Council;  member,  Governor's  Commission  on  People -With  Disabilities; 
past  president  and  secretary  of  local  ARCf  ft~ift-Arkansas-an<r  Virginia';  "cer|clfied "reading  ~ 
clinician  having  taught  the  mentally  retarded  for  twenty-eight  years  and  a\secondary 
school  counselor  presently  teaching  and  counseling  retarded  students  and  their  parents 
as  well  as  ".normal"  students    with  mentally  retarded  parent  or  parents.    Most  important- 
ly, my  claim  to  being  an  authority  in  the  field  of  mental  retardation  is  the  fact  that 
I  am  the  mi  the^uf  a  severely  retarded  Down's  Syndrome  daughter.  \  . 

As  I  have  served  in  the  many  capacities  associated  with  mental  retardation,  other 
vital  concerns  about  the  Federal  legislation  titled  "Community  and  Family  Living  Amendments 
of  1983"  now  Senate  Bill  2053  have  come  to  my  attention.    These  concerns  have  come  from 
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many  sources  such  as  parents,  service  providers,  legislators,  business  leaders, 
Developmental  Disabilities^ Board  members,  Human  Services  Administrators,  Arkansas 
State  Department  of.  Education  representatives,  and  other  interested  citisenst 
.Exhibit  V  "Third  Concessional  District  Caucus  Resolution".    Some  of  these  concerns 
are!  » 

1.    Medicaid  restructuring  is  needed  but  S.  2053  is  not  the  vehicle  for 
doing  so,  since  the  ultimate  outcome  for  Arkansas  would  be  the  closure 


of  our  insUr"MnnR- 


2.  These  concerned  people  are  completely  commlttejd  to  the  philosophy  that 
a  continuum  of  services  is  needed,  ranging  from  home  to  institutional 
care,,  with  as  many  incremental  options  in  between  as  necessary  with  no 
rime  frame  attached  to  providing  services.  : 

3.  There  Is  a  consensus  that  community  options  are  not  available.  To 
provide  this  wide  array  of  services,  we  must  accept  the  responsibility 
of  working  together  for  the  development,  implementation  and  retention 
of  the  alternate  services.    We  cannot  let  S.  2053  cause  us  to  be  "pro- 
institution  arid  anti-cow^  *nd  "anti- 
institution  based"  service  advocates. 

4.  If  S.  2053  were  passed  and  enacted  into  law  in  its  present  form,  the 
phase  down  of  ArkansjL^  ins^tu^^  ^ 
be  totaUy  phased  out  long  before  the  maximum  ten  year  period  elapsed. 

It  would  be  economically  impossible  for  Arkansas  to  have  alternate 
services  (that  meet  Feder.il  guidelines)  available  for  the  1.280  clients 
of  the  1CF/MR  facilities  w'thin  the  time  frame  defined  in  S.  2053. 
Ray  Scott,  Director  of  the  State  Department  of  Human  Services,  agrees 
that  were  the  Federnl  government  to  decide  that  at  some  effective  date 
1    Title  XIX  funding  was  to  cease  for  the  institutions"  then  it  would  be  n 
crisis  In  Arkansas. 
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What  Scott  sees  happening  is  a  series  of  things  being  done  that  would 
result  in  Congress,  for  example,  devising  a  different  funding  rate  for  ' 
institutional  based  services,  compared  to  community  based  ones.    He  doesn't 
foresee  the  "either  or1'  situation  described  fcy  Ms,  Myri  Weinburg  and  the 
National  Association  of  Retarded  Citizens  which  maintain  that  both 
institutions  and  community  based  services  cannot  be  funded  and  afforded  so 
the  institutions  _n"|Ht  gn.  ,   !  -  


that  Arkansas  cannot  completely  nove  away  from  institutional  models,  A 
certain  amount  of  institutional  care  will  continue  to  be  needed, 
^       Proponents  of  S,  2053  say  it  is  not  devised  with  the  intent  of  forced 

closing  of  the  institutions  but  it  would  definitely  cause  this  to  become 
a  real  situation  in  Arkansas.    The  taxpayers  of  this  state  could  not  generate 
enough  Revenue  to  replace  the  Title  XIX  dollars  taken  awsy  from  our  institu-- 
tional  programs.    At  this  time  almost  99?  of  our  ICF/MR  institutional 
population  is  Title  XiX  eligible.    Maximum  reimbursement  rate  of  722  of 
eligible  costs  are  realized, 

5.    Arkansas  has  one  of  the  highest  t-ates  of  teenage  pregnanciej  in  America  

— These  pregnancies  are  producing  a  high  incident  of  infants  with  birth  defects. 
This  situation  alone  is  creating  a  need  for  services  which  will  call  for 
increased  revenue  at  a  time  when  the  Federal  government  is  cutting  Medicaid 
funding  to  the  bone,    S.  2053  expects  the  state  to  magically  produce  dollars 
for  these  services  but  they  are  just  not  there.    Birth  defective  children  of 
mentally  retarded  females,  also,  remain  as  a  tremendous  problem  in  Arkansas, 
Human  Services  can  place  the  physically  sound  babies  out  for  adoption  but  it 
Ip  the  responsibility  of  the  family  or  friends  to  try  to  secure  Tielp  for  the 
defective  ones,-    if  s,  2053  were  passed,  it  could  mean  that  facilities  such 
as  Mickel's  Infant  Infirmary,  Clarksville,  Arkansas,  an  1CF/MR  facility  (the 
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only  one  in  the  state),  that  cares  for  newborns  would  lose  Its  funding 
and  cease  to  operate.    Many  of  these  infants  will  always  be  medically 


on  Cod's  earth  without  the  intense  medical  jSupervision  necessary  for  the 
sustaining  of  life  Chat  Mickel's  provides  them.    For  some  other  infants 

who  receive  Mickel's  intensified  yrograro  early  in  life.  g_succ£fifl£uJ  

Integration  back  into  the  community  is  possible  (Exhibit  IV,  High  Risk  

Tfcgnancyj . 

Arkansas  unemployment  rate- rocketed  to  10.5  per  cent  in  January  and  Governor 
Clinton  star.ed  that  many  counties  had  unemployment  rates  of  16  to  20  percent. 

S.  2053  states  that  due  Co  technological  advances  the.,  severely  and.  profoundly 
retarded  can  become  self-supporting.    This  claim  is  totally  without  scientific 
proof.    However,  there  are  some  of  the  higher  level  mentally  retarded  clients 
being  trained  to  leave  the  institution  and  become  .self -reliant  if  they,cfluld 
find  a  job.    Due  to  the  shortage  of  jobs,  large  /umbers  of  Arkansans  seek 
Che  available  ones  paying  minimum  wage;  therefore,  the  mentally  retarded  can- 
not compete  in  the  Job  market.  .  If  they  are  tiuslKid  out  Co  fend  for  themselves, 
could  they  become  nothing  more  than  targets  for  slave  labpr  or  an  even  worse 
fate. 

Arkansas  has  the  "right  to  work"  law  an/  state  employees  arc  not  unionized. 
S.  2053  states  that  a  union  representative  from  each  state  will  negotiate 
with  the  "Secretary"  to  secure  comparable  job  placements  for  all  institution 
employees  and  acquire  some  other  "business"  for  th*  facility  when  it  is\ 
phased  out . 

When  community  leaders  of  DOoucville  and  other  towns  and  cities  around 
Arkansas  became  aw.ire  of  this  situation  they  rallied  Lo  our  support  in  the 
defeat  of  S.  2053.    The  Bocievillc  Human  Development  Center  is  the  liir&cst 
unit  that  genera  ten  jobs  In  this  area.    People  work  at  this  Center  from 


involved  and  not  be  capable  of  functioning  or  even  not  continue  to  live 
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several  adjoining  counties.    The  loss  of  their  jobs  would  be  a  loss  in 
Nstate  tax  dollars  too.    These  tax  dollars  are  needed  to  generate  the 

Title  XIX  funds  so  this  would  deny  services  wherever  they  might  be 

\ 

located.    Most  of  these  people  4^1d  not  be  willing  to  work  in  a -prison 
of  have~b.ne_  in  their  community  and  it  would  be  a  likely  consldfirnHnn  for 


such  a  facility  in  this  unit  as  it  has  been  considered  strongly  In  the  pant.- 
B.    Arkansas  has  and  is  currently  engaged  in  the  process  of  upgrading  public 
education,  and  the  citizens  ate  paying  a  "high  price1'  to  do  so.  Forcing 
the  severely  and  profoundly  mentally  retarded  children  into  regulax  public 
school  settings  will  demand  far  more  educational  tax  dollars  and  ojften  times 
produce  nothing  more  than  a  life  threatening  situation  for  the  student*  V^As 
an  educator(  1  can  tell  you  this  is  not  what  education  is  about.    It  will 
only  help  generate  opposition  to  the  mentally  retarded  who  are  already  


being  served  since  the  children  who  can  actually  be  educated  to  carry  on 
the  affairs  of  the  community,  state,  nation,  and  world  will  suf  f  er'irotr 
such  action.    Also,  as  a  parent  of  a  severely  retarded  child,  neither  1  nor 
other  parents  with  whom  1  have  discussed  this  issue  want  it  for  our  dtirrffren* 

9.  S,  2053  could  take  away  from  the  individual  state  government s^fetteir  right  to 
secure  and  dispense  "Medicaid  dollars"  to  the  best  of^ttfeir  ability.  In 
fact,  if  it  comes  into  the  state  as  "open  ende^dollars,  it  could  very  well 
be  up  for  grabu"  by  the  most  powerful  Jrtfterest  groups.  *  It  could  very  well 
never  be  used  to  provice  services  for  the  developmentally 'disabled,  regard-  \ 
less 'of  whether  they  are  residing  in  a  community  or  no  called  institution^ 
setting  unless  their  advocates  are  one  of  the  powerful  interest  groups. 

10.  S.  2053  is  unacceptable  due  to  Section  6^as  it  establishes  a  mandate  for 
litigations  that  could  result  in  advocate  lawyers  and  a  few  clients  dcstioying 
the  fine  programs  we  have  in  the  state  of  Arkansas  and  the  denial  of  services 
to  those  who  often  titne3  need  it  worse.    The  courts  should  not  make  program 
decisions,     I  have  seen  the  results  first  hand  in  Florida,  Texas,  Pennsylvania 
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Kentuckv^.a^J^*"^^  and  havo  heard  of  similar  results  in  Massachusetts, 
y~  Connecticut,  and  New  York  wheft  wdvopates,  such  as  state  affiliates  of 
AJX-US,  brought  suits  to  cina*  state  schools  and  the  dcvi3tating  affects 
of  such  actions,    Tne  agony  suffered  by  both  parents  and  clients  of  the 
schools  are  untold  yet  the  movement  goes  on.    Death,  broken  homos,  broken 
*      hearts,  und  broken  bodieu  huve  had  no  impact  on  the  social  planners  who  so 
often  e«t  the  "cart  before  the  horse."    The  money  snd  the  community  facility 
must  be  in  place  beforc'the  client  Is  moved  fwtt  the  institution.    Then,  the 
institution  must  remain  as  a  viable  option  for  those  who  nekid  iG  for  the 
rest  of  their  lift?.    Title  XIX  money,  must  not  h*  used  as  a  ploy  to  simply 
implement  a  total  new  concept  of  care  without  further  research  and  planning. 
From  the  foregoing  comments.  I  trust  lh;tt  some  of  the  points  clnrify  the  position 
taken  by  so  mar.y  people  in  opposition  to  Community  and  Family  Living  Amei^dEentu  of  1983, 

ts.  2053.  j 

L,  also,  wish  to  pled&v  »yselt"    nnd  many  Avkaraani?  to  work  diligently  with  others 
to  draft  and  support  an  alternate  version  of  the  Community  and  Living  Amendments  of 
1984.    We  do  realize  that  development  and  funding  of  alternatives  to  institutional! cat  ion 
mu/t  be  done  now  or  in  the  very  near  future. 

From  what  I  have  been  able  to  study,  the  Now  Jersey  alternative  draft  version  of 
tho  Community  anM  Family  Services  Amendment r  of  1984  may  be  the  document,  already  con- 
ceived, from  which  we  can  begin  discussions .  ..  « 
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A  light  rain  failed  to  dompen  th#  enthusiasm  of  the  volunteers,  •  That  meaning  is  exemplified  in  the  motto: 
spectators  or  participants  ot  the  Afto  14  Special  Olympics 

Saturday  ot  Bearcaf  Stadium.  Ut  m  wta,  k«t  H  1  conoet  *m 

The  competition  saw  a  record  number  af  participants  who  were      let  me  be  brove  Wi  tlie  ottemet. 

competing  in  the  athletic  tests  with  no  losers,  The  beauty  of  the 
Special  Olympics  comes  just  from  being  a  port  oMh*  program. 

Most  of  those  who  sat  through  the  dritile  during  the  morning    ^      <  l 

come  away  with  an  appreciation  af  the  mooning  of  courage.  '  Ait* 

Most  of  the  volunteers  and  spectators  who  were  not  u  1  w 

participating  ware  able  to  underMend  the  mooning  of  the  Soeciol 
Olympics.     
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EXHIBIT  II 


Doctor  cays  SwnSand 
re-skterts  misplaced 

<• 

By  Kor.en,*ry  Goudrceu   

„eiP.hborhm><1  facility  not  equipped  to  tane 
thorn,  their  doctor  says. 
nri,  ll.y,;«r  olri  »ri  bee.  mnnncnt  ah^ 

horl„  bt  the  re  .'.       - »  '  (0°ur^rs  ^cr  being 

i:,tc"r'i;o  coheir  via,,,  »*  is  un*  **. 

i,t  in      n.*  to  cnuuy  W^JS 
n,,-  and  <*«**..  the  home's  ?  MjjK 

bM.-.U,r.ov«d  toM-bri  ,r rmod  at  «»  {ho  ^ 
H  tod  rtu^r  hot, k-   boi.  8  b *  t  •         lnto  com. 

:    Pfease  sco  SUNLAND,  B-7 
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foster  homes. 

But  determining  the  he?,i  housinK  for  some  Indi- 
vidualsho 3  created  problems  lor  Uicl  retarded  and 
.  those  talcinfi  enro  of  them  T\ 

Since  on*  Or! and o-aroa  Intermediate  care  facility j 
Opened  In  Julyt  Dr.  William  Wussor  of  MalUnnd  said.. 
Jwe  people  have  been  sent  there  that  his  staff  couldf 
not  be  expected  to  handle.  7 

Department  of  Health  and  Rehabilitative  Services 
officials  said  they  hope  to  eliminate  some  of  the 
transfer  problems  by  Improving  communication 
between  the  Sun  lands  and  the  receiving  hemes. 

Dut  accordis-.(»  to  HKS  rules  and  Guidelines,  offi- 
cials said  the  local  facility  should  have  been  an 
appropriate  place  for  the  following  five  patients: 

O  A  violent  retarded  man  known,  to  have  broken 
another  patient's  lep,  at  the  Gainesville  Sunhnd  Com 
tor.  Since  his  arrival  last  month,  he  has  punched  an 
aide  In  the  face,  threatened  a  nurse  ynih  a  Jailed 
piece  of- glass,  and  >as  found  disrobed  in  r.  female 
patient's  room,  apparently  ready  to  rapc\hcr, 

He  frequently  wanders  away  becaure  the  home  Is 
not  nllowrd  by  iaw  to  lock  him  in.  Arrantfomc-.'ts  are 
being  made  to  transfer  him  to  a  secuic  facility. 

n  The  H-year-old  Girl  whose  medlcrtj  history 
Includes  rhronic  viral  and  respiratory  infections, 
uncontrollable  fevers  of  105  decrees,  dehydration 
and  a  condition  requiring  a  nasal  tube  for  feeding. 

However,  HKS  officials  decided  she  did  not  need 
an  Intensive  care  facility.  Since  contracting  the 
virus,  she  has  been  near  death  In  an  aroa  hospital 

tt  Two  brcth&ra  from  the  Gainesville  Sunland 
who  were  hepatitis  carriers.  The  staff  feared  oMicr 
patients  would  catch  the  contapjous  disease.  v$o 
when  a  v:<n  driver  from  Gainesville  brought  more 
patients,  the  staff  packed  the  brothers  In  the  van 

 '  V 


and  sent  them  b.-.ck. 

D  A  your./,  pirl  whose  tent  for  tuberculous  cr- 
back  positive.  Although  a  radiologist  sr.id  X-r, 
showed  her  lunj'.-i  were  cVar,  and  although 
Orange  County  Health  Dcp|rtmcnt  off'cer  said  ; 
wns  not  cov. t nginus,  the  dor|or  wo  3  told  to  kec; 
clor.e  eye  on  rtaff  members  working  with  her. 

Staff  members  remain/  unchsy  about  the  possi1 
spread  of  the  disease. 

□  A  boy  from  the  Orlando  Sunland  who  has 
severe  bladder  obstruction  that  prevents  urinate 
His  medical  history  includes  kidney  disease,  rvc. 
rent  urinary  infections  and  urine  retention. 

State  officials  say  these  cases  arc  isolated  pru 
Jems  In  a  new  program  that  needs  com  mi:  r  it  y  nci» 
tanco.  They  say  there  are  many  nvire  ca.irnp'tes 
retarded  people  receiving  better  care,  extra  ac- 
tion and  more  privacy  in  the  r.tw  hon.es. 

Intermediate  care  facilities  have  opened  in  Sr.; 
Sominolc  County,  Jacksonville  and  TallnhtiS-u 
Each.,  houses  61  retarded  people  In  a  cluster  of  fo; 
r.tr.ch'Styhi  homes.  \ 

The  staff  of  the  locAl,  privately  run  facility  agroi 
to  talk  about  transfer  problems  only  if  The  Or U:  ... 
Sen  mm  el  agreed  not  to  pinpoint  th«ir  home's  loc. 
tion.  They  said  ihat  while  they  ore  working  wi; 
HKS  to  correct  .h.1  problem?,  they  fear  their  ne^l 
bors  would  not  understand. 

Their  home  is  licensed  to  care  for  retarded  poop: 
who  cannot  walk  or  who  have  minor  medica 
problems. 

Staff  members  met  twice  during  July  with  HKS  of 
ficials  to  ask  that  no  more  medical  or  viotant  car,*, 
be  sent  there,  Three  cases  —  the  dying  rjrl,  the  j'ir 
with  A  positive  TB  test  and  the  boy  wiih  trouble  uri 
natin,"  —  were  reviewed. 

Joyce  DeFlippo,  one  of  many  supervisors  for  por- 
tions of  the  transfer  plan,  and  ether  state  officials 
agreed  the  violent  man  should  not  have  been  placed 
In  the  home  end  arrangements  are  being  made  to 
transfer  him  hic\t  to* Gainesville's  Sunland. 
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i-risk  pregnancies, 
births  show  increase 
in  Arkansas,  nation 


By  TEDJACKOVlCS 

JONESBORO  -  Kaye.Wil. 
liams  won't  fosget  the  two 
times  she  met  an  internation- 
ally renowned  professor  .of 
child  development  from  Call* 
forma 

About  three  years  ago.  Mrs 
Williams  complimented  the 
professor  on  a  speech  she 
made  about  factors  that  lead  to 


TNI  la  ma  first  of  a  flvvpirt 
wriaa  on  hlgh-han  pragnanclta 
and  bJrttia  in  Arka 


mental  retardation  and  other 
disabilities. 

"The.n  I  tora  her  Jonesboro 
didn't  have  those  kinds  of 
problems,"  Mrs.  Williams  re- 
called. 

The  two  women  met  again 
earlier  this  year. 

"This  time  I  was  not  so 
smug,"  Mrs.  Williams  said. 

And  for  a  good  reason. 

These  days,  she  spends  her 
time  counseling  people  like  14- 
year-old  Suiy,  who  tried  to 
hide  her  pregnancy  by  dieting 
and  Jtave_btrth  to  a  chUd  Jhat 
died  alter  three  weeks. 

As  co-coordinstor  of  one  of 


High 
risk 

pregnancy^ 

3Bs 


I'art  I 


the  state's  pilot  parenting  cdu« 
cation  programs,  Mrs.  Williams 
is  well  versed  with  the  prob-  1 
lems  tif  the  approximately 
10.000.  annual  hifcri-risk  births 
which  touch  the^lives  and 
pocketbookiof  Arkansans. 

Last  year  in  Arkansas,  more 
children  than  the  student  body 
at  Arkansas  State  University 
were  born  either  with  birth  de- 
fects, at  a  low  birth  weight  or 
to  mothers  in  their  early  teens 
or  without  husbands. 

These  children*  because  of 
their  _medlcal  or  iociaJ-Cond]^ 

Tton  at  hirth.  have  the  poten- 
tial of  becoming  developmen- 
tal^ disabled,  officials  said. 

'  the  dismay  of  people  who 
hehe^c  rm.ny  of  the  problfmV 
could  bo  prevented  Unc1ujTing| 
for  example.  50  percent  tff  all 
cases  of  mental  retardation*, 
high  risk  pregnancies  and 
births  are  pervasive  In  Arkan-i 

sas  . ' 

Statistics  from  the  nation ti 
*>  first  count  of  high-risk  infants, 
prepared  specifically  for  Ar' 
kansas,  show  the  following- 
a  The  number  of  children 
defects  jumped 


»uth  birth 

from  28tf  in  l9ti0  to  347  in  1981.1 
about  11  percent  of  all  births. 
The  most  serious  defcct5,  often  t .  ,  nm.c  ,  „ 

dation.  rose  45  percent  in  iHoj 
compared  to  1980.  ! 


To  deal  with  problems  of 
child  development;  Arkansas 
is  making  a  lartle  investment. 

More  than  200  agencies  that 
sponsor  programs  for  develop- 
mentally  disabled  people,  as 
defined  by  complex  federal 
law,  spent  more  than  $200  mil- 
lion in  1M0 

However,  a  closer  look 
shows  there  is  no  overall  strat- 
egy of  prevention,  early  inter- 
vention and  treatment  to  guide 
the  myriad  of  services  In  Ar- 
kansas. 

;      And  officials  helievc  many 
people  who  need  services  are 
\  rot  getting  them. 
I      The  Developmental  Disabil- 
1  ities  Planning  Council  has  re- 
sponsibility  for  statewide 
planning,  but  has  no  authority 
to  implement  its  plans.  Direc- 
tor Mary  Eddv  Thomas  said. 

Agency  officials  with  the 
same  general  Idea  about  im- 
proving the  lives  of  children 
are  fighting  behind  the  scenes 
for  funds  for  individual  pro- 
grams as  federal  cutbacks 
'  have  made  money  scarce. 

And  Arkansas,  which  at- 
tained national  notoriety  in 
the  1970s  by  ranking  first 
among  states  in  illegitimacy 
and  teen  age  pregnancy  prob- 
lems, is  not  the  only  state  with 
problems  of  high-risk  pregnan- 
cies and  births.  <rtort  v 
!  /  A  report  issued  in  1980  by\ 
the  U.S.  Department  of  Health 
and  Human  Services  predicted 
that  between  100.000  and 
150,000  ^children  born  each 
year  will  be  destined  to  be 
mentally  retarded.  Many  of 
I  these  children  will  have  other 
birth  defects,  the  report  said. 
»  A  New  York  research 
agency  published  a  report  In 
1975  Uiflt  found  the  rate  of  dc-> 
liveries  among  U.S.  teen-agers 
-  an  age  group'susc*  tible  to 
problems  of  high-risk  pregnan- 
cies -  was  among  the  world's 
highest. 

Only'  four  industrialized 
countries  -  /tomania,  New 
Zealand,  Bulgaria  and  East 
Germany  -  /reported  higher 
teen  age  fertility  rales. 

And  somef  people  have  said 
the  nation*  cities  are  being 
threatened /with  an  epidemic 
of  illcgltim/ite  children  and  its 
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RESOLUTION 


WUCREAS,  Senator  John  H.  Chafes  of  Rhode  Island 'has  Introduced 
S.  fCotranunltv  ind  Fatally  Living  Amendments  Act  of  1933)  In  the  United 

3t.it.es,  donate;  and 

VKEKEAJi,  S.  :0;3  would  provide  monetary  Incentives  to  severely  disabled 
persons  to  leave  lnst it at  ion'*  and  return  to  community  settings;  and 

'..'KH'CAS,  S.  ^0?3  vould  zzzni  ?be  Sec  111  Security  Act  to  phase  o«it 
Title  XIX  funda  going  to  most  Institutions  for  severely  disabled  persons;  and 

WHEREAS,  Senator  Chafee  has  stated  that  S.  2053  would  shift  the  federal 
ih.iro  oi  Medicaid  funds  from  Institutions  housing  severely  disabled  persons 
to  community-based  Integrated  settings;  and 

VHEPSAS,  Senator  Chafee  has  also  stated  that.  S.  2053  is  designed  to 
encourage  states  to  reduce  the  number  of  severely  disabled  persons  living 
in  Institutions  by  providing  conmunlty  giving  arrangement s;  and 

WHEREAS,  this  proposed  federal  legislation  would  result  in  the  closing N 
of  tcost  institutions  for  severely  disabled  persons  in  Arkansas;  and 

WHEREAS,  the  closing  of  our  Institutions  would  result  In  virtually 
throwing  our  severely  disabled  citizens  on  the  street;  and 

WHEREAS,  S.  205  3  is  unconscionable  and  must  not  be  enacted  into  lav, 

NlU  tHE BEFORE ( 

2Y.  1T  SY  I'M  Tl'.ITC  G*".NGi\E5  SIGNAL  -tiTU.'CT  GAL  CIS  Or  THE  ML'oiELS  Or 

TMK  <KNATE  AN'3  HOUSE  C?  REP  RES  EM  TAT  IVES  OF  THG  ARKANSAS  GENERAL  ASSEMBLY; 

That  the  oecbers  of  Arkansas'  Congressional  Delegation  are  hereby 
requested  to  seek  the  defe.it  of  S.  2053  entitled  The  Cotramnity  and  Family 
Llvlnv*  Amendments  Act  ji 


Ke^res-ent  it  ive  twir.A  I.  « 11  Loth 


C'.i.iittnnn 


Tli  1  rd  Congressional  District  Caucus 
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1  *'  ■•  V °p  .-„'- ' !i  =  "jl 

^  March  n,  K*"4  - 

•        :  ..-.-s  ■    :  r.t  t'p  >  ..;■»  >vc cr*.*1  f^vr,       ie         .  Cv.i<\ 

or-:?cot  ;hf  pr»sc*    «?.f:  a  Senate  F.r.l  ;,nt3,  ll?  -  :-:ort<  IcqisUtk-,  ?^ir-Qi»»,  -''e 
increased  development  c*  family-sized  residential  facill tipsv  This  letter  Vxplai^s  why 
we  fi'i  )  tM<  rtav  and  jffers  f.ome  constructive  rowtnts  on  reconwi-nded  char-q^s  for  yc^ur 
cons  ioLrat  u,n . 

.  The  Apple  Creek  Developmental  Center|  1s  a  346  bed  ^te  operated  developmental  center  for 
the  mentally  retarded  and  .developmental^  disabled.    At  one  time,  1t  was  one  of  the  worst 
facilities.  1n  the  country.    Now,  because  of  court  m^dated  compliance  with  national 
accreditation  standards  (AC/MROO  and  CARF),  1t  is  considered  to  be  one  of  the  best 
facilities  In  the  country  and  the  turn-around  has  been  rgm^rkable.  ' 

Citizen  Advisory  Boards,  established  under  Section  Bll 9  of  the  Ohio  Revised  Code,  have 
a  monitoring  and  review  function  at  state-operated  developmental  centers..  Members  serve 
without  pay.    Many  of  the  members  on  the  Apple  Creek  Developmental  Center  Citizens 
Advisory  Board  have  had  some  Involvement  with  trying  to  qet  small  residential  facilities 
established  In  the  community.    Some  of  the  Citizen  Advisory  Board  members  are  parents 
of  mentally  retarded  and  developmental^  disabled  children  who  are  also  served  1n 
community  programs.    We  of  the  Citizen   Advisory  Board  are  concerned  with  service 
provision  to  this  group  of  people  and  with  lonq-range  plannlnq. 

We  agree  that  In  general  the  mentally  retarded  and  developmentally  disabled  are  better 
off  In  small  family-sized  homes.    We  feel  that  many  of  the  people  now  at  the  Apple  Creek 
Developmental  Center  would  do  well  In  small  community  facilities  (least  restrictive  settlnos) 
where  they  would  be  enrolled  1n  community  schools  and  workshops. 


377 


9 

ERIC 


r  ..... , 


372 


;    ■■«:  is  r..  ■  -  -..  -  ■;.  c  "Si^eMS  et  -lv  ?  ^  .--f  '.-fc  i-icr  t-.i/or 

..      , ,  ?     ■.•  ....  'til  can  bo  5rrT-.i-;ete\v  -.taC^  in  c?w':-.Vi 

d  ■•-2r.t  «jt  tr,c-  OK-k  upve'ew^tal  Certer  stf-v*1?  as  a  ,",-*7r  tf  last 

resort  for  pro!,  lea  ppjple  that  community  agencies  havjs-mt  been  able  tc  deal  with 
ddpauately.    There  arc  approximately  5-10  probate  adMsslors  to  ACDC  each  year  of  this 
:v;-t.    Ue  are  cjn.-.i.ced  c--a-:  '-dlltr  develop.' -r-tdl  ceiU".  r,?.v  Jwvs  be  nteded  for 
this  qroup  of  people. 

for  these  reasons,"  we  oppose  those  provisions  In  the  Bill  that. would  totally  cut  off 

1  i 

Medicaid  funding  to  all  state  institutions  within  10  years  (pg.  15  of  the  Bill);  or 
which  would  limit  the  length  of  time  an  individual  could  stay  in  a  Medlcaid-funded  ■ 
facility  only  to  two  (2)  .years  (pq.  ?  of  the  Bill,  line  31).    How  certain  .are  the  • 
sponsor*  of  this  Bill  that  all  waiting  lists  1n  community  proqrams  will  be  eliminated  with- 
in ten  years?   How  certain  are  the  sponsors  of  this  Bill  that  all  community  proqrams 
will  stop  excluding  people  and  develop  zero-reject  philosophies?   Where  would  a 
developmental ly  disabled  person  qo  at  the  end  of  the  two  year  period  when  there  Is  no 
one  else  available  or  willing  to  serve  them?  -  —  -  -  -  " "  ~  "~ 

There  il  another  danger  In  s/ttlng  rlgU  time  limits  to  withdrawal  of  funding  from  the 
Institutions;  namely  that  people  would  be  forced  Into  the  community  before  appropriate 
facilities  and  programs  have  been  established  for  them.    Our  Advisory  Board  Is  particularly 
sensitive  to  this  because  as  Ohio  has  reduced  Its  Institutional  population  from  10,017  In 
1967  to  below  3,000  In  1984,  some  serious  questions  have  been  raised  about  "dumping"  - 
In  order  to  meet  the  rigid  timetables  set  by  the  state.    Several  class  action  suits  were^ 
Initiated  as  d  result  of  this  overall  policy. 
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Trie  r.-^r-d •'.">•  rtzaraec  and  dev* \? ;e^y     Soiled  t".2t  hive  be*  n  ^VicfC  rut  i 
1nstitut*:"'S  thus  f3»*  have  u-i-n  :*e  b*r*"'Cr  fjr.ctlor.fnq  res 1  dents ,    7-?s-e  ■  h-£. ; r ' r:re 
for  the  rest  part  lower  .f-nctiarJ^.s  and  rc*y  before  tfi^cuU  to  ir-itwrift*1  irto  co" -'-lty 
schools,  and  workshop's, 

While  we  adhere  to  the  philosophy mat  rar.ily-sz*ed  units  are  rest  arrr^prl&te  fro*  the 
standpoint  of  normalization,  we  recognize  at  the  same  tine  that  if  a  facility  is  family* 
sized,  1t  may  be  too  small  to  have  the  specialised  staff  of  a  laraer  facility  to  meet 
the  complex  behavioral  and/or  medical  needs  of  a  low-incidence  population.    A  6-8  bed 
group  home  1s  not  necessarily  better  than  a  32  bed  residential  facility  with  specialized 
staff  and  quality  programs.    Therefore,  we  do  not  endorse  the  r1q1d  provision  of 
restricting  all  Medfca ttl  .funded  community  facilities  to  those  of  "a  number  of  beds  that  * 
does  not  exceed  the  product  obtained  by  multiplying  3  times. ..the  number  of  Individuals 
In  the  average  family  household"  (pg.  6,  lines  7-18),  but  believe  very  strongly  that 

the  effectiveness  of  a  program  cannot  be  measured  simply  by  Its  size  but  by  Its  ability  

-trrtie  1r)^0tn^5~TiT"tnV~  pro  vTs  \  on~of~  qua  1 1  ty  s  er  v  1  ce  s . 

A  somewhat  larger  facility  may  also  be  more  cost  effective  and  easier  to  manage.  However, 
we  recommend  that  the  sponsors  o?  this  Bill  seriously  consider  developing  greater 
financial  Incentives  to  encourage  the  development,  of  smaller,  more  home-Uke  centers  and 
not  categorically  set  arbitrary  limits  that  may  otherwise  shut  down  sc^e  very  fine  proqrams. 
Another  way 'to  encourage  small  residential  fad  1 1  ties, would  be  to  cut  down  tfh  the  paper- 
work.   We  feel  many  small  home  operators  now  are  not  getting  Involved  1n  Medicaid  because 
they  are  afraid  of  the  paperwork. 
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'.*•;•  L;M  ct"  io:at^q  Medicaid  'r>c.~d  r:r:*vjr1t)  feci *! i tlfSS  ir»  Vesi-«rtial 

r.eic.^orncoc's''  witnoj*  defining  tne  lem         6,  lines  19-31).    TV  Bill, fails 
recc9n:z?  Mat  facilities  -arger  than  f-fc  teds  J  re  not  favarpd  by  city  znninq  cades. 
Therefore  anything  larger  than  this  is  mn*t  likely  to  be  built  1n  an  unincorporated 
area  where  there  are  no  zoning  restrict/ons .    We  suggest  that  the  Bill  Incorporate  lannuaqe 
that  provides  that  such  facvlitier,  in  uninccnorated  areas  be  cjilt  within  a  30  minute 
radius  of  schools  and  workshops  for  the  retarded.    Without  this  provision,  those  with 
more  severe  seizure  disorders"  may  not  be  transported  and  will  be  denied  adequate 
program  and  community  services. 

The  Bill  stipulates  that  community  and  family  11v1na  facilities  should  not  be  "unduly 
concentrated  in  any  residential  area  (pg.  8,  line  14).    We  suqgest  that  this  lanquage 
be  made  more  specific  to  prevent  litigation  over  the  term  by  developers  who  may  want  to 
for  ex^le^J)^ 

that  you  restrict  the  concentration  of  such  facilities  to  "no  more  than  one  facility  ;»er 
block  face",  or  no  more  than  one  facility  in  a  1/4  mile  radius. 

The  Bill  provides  for  "periodic  Independent  monitoring  or  review  of  the  quality  of 
medical  assistance  provided"  (pg.  8,  line  20).    The  problem  with  this  section  is  that  it 
does  not  provide  for  reviewing  aspects  of  the  facility  other  than  medical  assistance. 
Nor  does  1t  suggest  who  Is  going  to  do  the  Independent  monitoring.    Parents  and  consumer 
groups  want  to  be  Involved  In  th  \mon1  torlng  and  this  Issue  should  not  be  glossed  over 
lightly.  /  J 

/ 
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J:c..10n  G  n.(?9-'  8'  HnBv;'&- ^i-Provldes-  for-  *  "periodic -review  by  a  State  agency, 


ccjnr.unlty  and  facility  or  provider  of  medical  assistance",    We  strongly  disagree  with 
this  language.  "It  can  be,  interpreted  to  mean  that  no  one  other  than  the  medical 
doctor  who  has  a  vested  financial  interest  in  the  facility  needs  to  review  the  proqram. 
The  State  Department  of  Mental  Retardation  and  Developmental  Disabilities  or  its 
oc-lecated  spent  should  be  reviewinq  whether  or  not  the  needs  of  the  individual  are  beinq 
served.    This  responsibility  should  not  be  solely  a  function  of  the  State  Department- 
of  Health. 

-We  suggest  that  the  language  in  G  iii  be  made  more  specific  (pg.  9,  lines  1-4).  .Instead 
of  saying  residents  should  have  "access  to  appropriate  social,  educational  and  medical 
services...",  say  "shoulcj  have  access  to  appropriate  social  and  medical  services  and 
should  be  enrolled  \n  on-site  programs  in  schools  and  workshops".    Otherwise  inferior 
services  may  be  subst ,  i  tuted,.^  _  .-  .  ™  - 


40n  page  10,  line  27,  the  language  of  the  Bill  proposes  that  all  community  or  family 
living  facilities  be  accredited  by  the  Accreditation  Council  for  Services  for  Mentally 
Retarded  and  Other  Developmental ly  Disabled  Persons  or  is  licensed, or  certified  by  an 
appropriate  state  agency.    The  sponsors  of  this  Bill  are  probably  not  aware  that  licensing 
regulations  are  minimal  (approximately  200)  as  compared  to  565  Medicaid  standards  and 
approximately  1,483  accreditation  standards.    Our  recommendation  would  be  that  all 
programs  should  be  licensed.    All  programs  should  either  be  certified  or  accredited 
since  accreditation  standards  are  approximately  three  times/more  difficult  to  meet  than 
Medicaid  certification  standards.    However,  1f  a  program  is  accredited  they  have  a  chance 
through  "deemed  status"  to  waiver  any  Medicaid  survey  requirements  as  long  as  their 
accreditation  status  is  in  effect.    Accreditation  should  always  be  ona  voluntary 
basis  and  then;  should  be  snmc  incentive  for  agencies  to  extend  themselves  in  a  more 
difficult  ra»,ncr  to  improve  the  quality  of  ^ervicps.    This  also  would  be  a  nice  wny  to 
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reduce  the  a-ttunt  of  recusations ,  .c-t:.i wit^rir.c  r-  oc-.r— -**  t$:  ac?'.:i?f  2nd 
unnecessary  paperwork , 

Referring  to  paoe  10  of  the  Bill,  dporoval  for  licensure  shield  «-ave  to  he  jointlKsnared 
with  the  De^artnert  of  KR/?P  and  the"  iV-pcrtment  of  health.    C;l<wse.  ypu  at  it  4 1  JVltmtlon 
where  facilities  are  established  inaoor-pnate  to  the  nee^s  o*  tn^ mentally  recorded. 


"  AnHTnstanTe  ofT^  this  last  year  where  a  nearby  private  facility  was 

granted  a  Certificate  of  Need  by  the  Ohio  Department  of  Health  to  Increase  to  240  beds 
despite  the  written  opposition  of  the  Department  of  MR/DD,  the  community  Board  of  MR, 
and  our  Citizens  Advisory  Board. 

The  Bill  provides  that  a  -parent  or  guardian  may  appeal  the  transfer  of  a  family  member 
to  a  facility  whexe_"thej^ 

plan  developed  with  respect  to  such  an  individual  are  Inappropriate  or  Inadequate". 
We  think  there  needs  to  be  a  definition  of  these  terms  since  they  have  different  meanings 
for  parents  or  for  facility" developers.   Moreover,  the  medical  assistance  could  be  fine, 
but  there  could  be  "other  reasons  that  the  parent  or  quardlan  objects  to  a  transfer 
where  a  hearing  would  be  warranted.    Parents  will  not  be  able  to  successfully  contest 
a  transfer  (pg.  10,  lines  4-26)  unless  some  definition  of  what  1s  appropriate  1s  written 
Into  the  Bill.    Moreover,  1t  should  be  provided  In  the  Bill  that  any  parent  that  contests 
a  transfer  should  be  furnished  with  a  copy  of  the  pertinent  legislation.   Otherwise  parents 
with  limited  means  unable  to  hire  a  lawyer  may  not  be  able  to  present  their  case. 

/ 

Other  comment*  that  we  consider  relevant  are  that  privileges  of  normalization  should 
include  but  not  be  limited  to  living  in  a  facility  that  does  not  look  like  a  nursing  home 
and  which  1s  not  attached  as  awing  to  a  nursing  home*un1e$s  Intended  for  senior  citizens. 
Grounds  of  community  living  facilities  should  be  landscaped.  Individuals  living  In  such 


362 


I 


9 

ERIC 


a  f sctl  i -y  be  r^*vrr^  -o  2!?r?'i.:-; -ts  and  i:t 


as  p2t>c-ts . 


Ui-  believe  that  in  n:ost  instances  residents  srruld  be  placed  in  their  counties  of 
oricin.    Tnis  is  intortant  for  two  reasons;  namely  so  that  an  individual  can  bp  close 
to  r:?/rgr  *2riV.  and  fJsc  :^ceuse  cf  tro  a":v£"  t'  ff;ect  on  loca'i  cru.ty  *ac'li*«cs^ 


that "develops  when  most  of  the  retarded  in  a  |arae  oeooraphical  area  are  concentrated 
into  a  small  geographical  area.    The  tax  bas*  to f  one'eounty  should  not  be  forced  to  provide 
school  buildings  and  workshops  unreasonably  related  to  the  local  need, 


Approved  3/22/84, 
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STATEMENT  SUBMITTED  To/  THE  UNITED  STATES  COMMITTEE 

*  t 

t 

ON  FINANCE ,  SUBCOMMITTEE  ON  HEALTH 


—  rN-  SUPPORT  OF  S.  205.3 
THE  COMMUNITY  AND /FAMILY  LIVING  AMENDMENTS^CT 
(FEBRUARY  27,   19814  HEARINGS) 


ON  BEHALF  OF  THE  ASSOCIATION  FOR  P 2RSQHS_JWlis 


HANDICAPS 


BY 


CHE  WORK  GROUP  ON  COMMUNITY  LIVING  AT  SYJ*ACUSE  UNIVERSITY 


Steven  J.  Tay  loir  ,<:  Ph.D.  , 
Associate  Professor,  Special  Eduction  and  Rehabilitation 
Director,  Center  on^Human  Policy 
Syracuse  University 
4  E  Huntington  Hall 
Syracuse    NY  13200 
423-3851 


Douglas  Biklen,  Ph.D. 
Alison  Ford,  Ph.D. 
Stephen  Murphy,  Ph.D. y 
Jan  Nisbett,  Ph.D. 


Deborah  Olson 
Josephine  Scro 
Stanford  Searl,  Ph.D 
Berriice  Schultz 
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On   by  ha  If   ol.  The   Atmoc:  iii  t  i  on    for   Persons   with  Severn 
Handicaps-  (TASH)    and   the   Syracuse   University  Center  on  Human 
Policy,  we  wish  td"  express  our  strong  support  for  S»2053>  the 
Community  and  Family  Living  Amendments  Act.     We  also  want  to 
offer  our  assistance  to  the  Subcommittee  on  Health  of  the- Senate 

•Hi  '  , 

finance   Committee   in   its   efforts   to.  improve   the"  quality  of 

services  off|^;ed  to  citizens  with  severe  disabilities^  . 

•The  Association  on  Persons  with  Severe  Handicaps  is  composed 
of  5,000  professionals  and' parents-     Our  membership  includes  not 
only  university   researchers,    special  educators,    and  community 
service    professionals,    but    institutional,  employees   as  .well. 
Based    on    its    professional    expertise    and    experience,    our  f 
.membership  issued  a  policy  statement  that  supported  family-like 
community-base^  services  for  all  pedple  with  severe  handicaps: 

v 

TASH  POLICY 

To  realize  the" goals  and  objectives  of  the 
Association  for  the  Severely  Handicapped,,  the 
following  resolution  is  adopted: 

In  order  to  develop,   learn*  grow  and  live 
as     fully     as    possible,     persons  with 
handicapping   conditions    require    access  to 
services    which    allow    for  longitudinal, 
comprehensive ,    systematic   and  'chronological 
age    appropriate    interactions   with  persons 
without  identified  handicaps. 

Such  interactions  must  oceur  in  domestic 
living,      educational,      vocational  and 
recreational/leisure  environments. 

Specifically,     handicapped  individuals 
should :  • 

1,  participate    in    family-like*  and/or 
normalized   community  based   domestic  living 
environments;  '   \  * 

2.  receive    educational    services  in 
chronological      age-appropriate  regular 

echi'    tional  environments;  ,  p 

receive  training  in  and  access\to  a 
wiu      ariety  of  vocational  environments  and 
opportunities,     regardless    of  functioning 
level;  and  v 


/ 
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4.      participate    in    a    wide    range    of  , 
normalized  recreational /leisure  environments 
arid  activities  that  involved  .-persons  without 
identified  handicaps. 

•  '•vThe     Association     for     the  Severely. 
■  Handicapped     believes     that  '   the  above 
conditions  must  be  met  in  order  to  provide 
.quality  service  and  that  these  conditions  can 
only  be  met  by  community  based  services. 

THEREFORE,    The    Association     for  the 
^^ver^2y_Mndicaj5pod^.xe  salvia— th^tr-i-r-wrir3r 


~  workHtoward  the  rapid  termination  of  living        .  • 

environment     and  educational/vocational/ 
recreational     services^    that  segregate, 
regiment    and    isolate,   persons    from    the  ,  •# 
individualized     attention     and  sustained 
normalized  community  interactions  necessary 
for    maximal    growth,    development    and  the 
•  enjoyment  of  life^ 

•   S.2053  requires  the  transfer,  of . federal  Medicaid  funds  from 
institutions  to<  community  and  family  living  facilities  over  an 
extended   period  of  time.     Let  Us  briefly   summarize  why  our 
Association  supports  this  important  legislation! 

*S.2053  corrects  the  current  federal  financial  bias  in 
favor  of  costly,  restrictive,  and  ineffective 
I  institutionalization  for  people  with  severe  disabilities. 

"The  current  ^CF/MR  program  lacks  accountability?  conditions 

at  Medicaid  funded  .institutions  remain'  grossly  inadequate. 

*S.2053  supports  the.  direction  of  federal  policy  as 

articulated  over  the  past  two  decades. 

*S.2053  is  consistent  with  the  state  of  the  art  in 

professional  services  and  programs  for  people\/ith  severe 

disabilities. 

*     *S.2053  is  supported  by  the  preponderance  of  research 
evidence  on  institutions  and  Community  settings. 
*S.2053  is  supported  by  studies  concluding  that' costs  for 
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comparable  services  in  the  community  are ,  on  the  average, 
less  expensive  than  services  in  institutions. 
*S.2053  would  prevent  the  placement  of  persons  with  severe- 
disabilities  in  inappropriate  and  ineffective  settings, 
*S.2053  contains  safeguards  on  the  rights  and  interests  of 
people  with  severe  handicaps  and  their  families* 
We  devote  our  testimony  to  each  of  these  points  in  favor  of 
S.  2053-.  s 
THE  CURRENT  FEDERAL  BIAS 
Medicaid,   specifically  the  ICF/MR  program,,  is  today  perhaps 
the   single  most   formidible  obstacle   to  community   living  for 
people  with  severe  disabilities  nationally.     By  making  federal 
funds   readily  available  for  institutionalization-  and  requiring 
states  to  spend  scarce  resources  for  institutional  construction 
or  renoyation,   the  Medicaid  program  has  perpetuated  institutions 
for  people  with  mental  retardation  and  other  disabilities. 

Under  the   Intermediate  Care  Facilities.  {ICF)   program,  the 
federal  government  provides  a  strong   incentive   for  states  to 
maintain  people  with  severe  handicaps   in  institutions   for  the 
mentally  retarded  and  • developmentally  disabled,   nursing  homes, 
and    similar   facilities.     Through   this   program,    the  federal 
government    pays-  50%    to    78%    of   the    costs   ojE   medical  and 
rehabilitation     services    provided     in  ■  "intermediate  care 
facilities,"   including   "intermediate   care    facilities   for  the 
mentally  retarded   (ICF/MR) . "     in  1978  alone,  payments  under  the 
ICF/MR.  program  totalled  $1,337,325,086.     Today,   payments  total 
between  $3  and  $4  billion  per  year. 
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As  of  June,  1981,  the  populations  of  public  institutions  for 
*  _  -J 

the  mentally  retarded  totalled  128,472    (Scheerenberger,  1982). 

In  1980  ,  an  additional  6 9  ^0 2^  mentally  retarded  persons  remained 

in  nursing  homes  (Lakin,  et  at.,  1982).     Thousands  of  others  were 

placed  in  other  forms  of  institutions,  including  mental  hospitals 

and  priva4TeTnstitutions  •  I 

Thfc  "federal    ICF    prograjm    subsidizes    the    costs  of 

institutionalization  for  the  vast  majority  of  people  with  severe 

disabilities    currently    residing    in    public    institutions  and 

nursing  homes.     Scheerenberger  (1982)  reports  that  in  a  survey  of 

189^public  institutions  for  the,  mentally  retarded  94%  were  at 

le\[st  i&rtially  funded  by  Medicaid  under  the  ICF  program. 

.  *The  ICF  program  also  encourages  -  states  to  invest  capital 

funds  in  institutional  construction  and'  renovation.     Under  the 

ICF/'MR  program,  states  have  undertaken  major  capital  construction 

projects  in  order  to   insure  the  continued  receipt  of  federal 

Medicaid  monies.    According  to  one  national  survey,  in  the  fiscal 

years  1977-80,  49  states' and  the  District  of  Columbia  included  in 

their  budgets  appropriations  or  requests  for  capital'  investment 

in  institutions  at  a  cost  of  $821,456,000    (National  Association 

of    State    Mental    Retardation    Program    Directors,     1980) . 

Significant  capital  investment  in  institutions  continues  today* 

For  example,  New  York  and  Massachusetts  recently  announced  plans 

to  allocate  massive  capital   funding   for   institutions   for.  the 

-mentally  retarded  and  developmentally  disabled. 

While    some    states   have   used  Medicaid    funds   to  develop 

community  services,  the  vast  majority  of  funds  continue  to  be 
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spent   for  "public   institutions .     Further,    in  many  instances, 
states  halve  used  these"  funds  for  private  institutions,  rather 
than  sm/ll  family-scale  settings  (Taylor,  et  al.,  1981). 

.2053     replaces     federal  .  financial     incentives  to 


institutionalize  people  with  severe  handicaps  with  incentives  to 
serve  them  in  their  own  homes  and  communities. 

7  INSTITUTIONAL  CONDITIONS 

Institutional  conditions  have  improved  over  the  past  decade, 
though  not  as  much  as  some  commentators  claim.     With  decreased-, 
populations,    institutions   are    no   longer   so   overcrowded   and  , 
understaffed  as   they  once  were.     Vet  institutions  continue  to 
deprive  their  residents  of  programming,   meaningful  activities, 
and  human  dignity  and  respect. ! 

Recent   studies   of  Medicdaid-f unded   institutions  indicate 
that  the  conditions  that  have  plagued  institutions  traditionally 
persist  to  this  day  to  some  extent.     In  1981,  the  Center  on  Human 
Policy  issued  a  . national   report"  on  the   impact  of  the  federal 
Medicaid  ICP/MR.  program    (Taylor,   et  al.,   1981).     Based  on  a 
review  of    federally-mandated    surveys   at   44  ^ICF/MR-pertified 
institutions  in  23   states,  the  report  concluded  that  serious  n 
violations  of  the  standards  existed  at  all  of  the'  institutions. 
The   surveys   reviewed   in    this    report   docume^teS^  lack .  of 
■   programming  and  prof esssional  seryiees,  unsanitary  conditions,  a 
lack  of  privacy,  and  other  shocking  conditions  at  these  federally 
subsidized  institutions.     Examples  of  violations  listed  in  the 
ICF/MR  surveys  included* 

.  .  ySixty-four  out  of  sixty-seven  activity 
schedules   reviewed  and  personal  observation 
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i*n\the  living  unitn  indicates  that  residents 
do  v  not    participate    in    activities  as 
scheduled,    the   schedules   also  showed  more, 
than   three   hours   duration   of  unscheduled 
aptivity,   .  , 

•  .   •Residents. who  were  incontinent  were  not1 
bathed  or  cleansed  immediately  afte  voiding 
or  soiling  as  observed  by  surveyors  in  Unit  E 
and  in.  the  dining  room  in  Holly  Building,  It 
was  reported  that  residents  were  brought  to 
the    support   services  with   wet   or  soiled 
clothing.   .  . 

•  .  •    .Thirty  of   thirty  activity   schedules  ' 
reviewed    did    not    allow    for  I'individual 
activities   with    appropriate   materials  as 
individual  needs  had  not  been  defined  by  the 
program  team.   .  . 

» 

.   -Food  was  taken  from  one  resident's  mouth 
and  placed  back  on  another  resident's  tray 
during  ,mea±-rtlme~.   .  . 

.    .   .A  resident  who  needed  to.be  dressed  was 
taken  to  a  public  area  wjiere  there  was  four 
members  of  the   opposite   sex  and  /  undressed 
without    any    regard    for  .  the  resident's 
dignity,  and  redressed.     One  female  resident 
was  wearing  a  turkish  towel  for  a  diaper.   ,  . 

•  •    .Fixtures ,   furnishings , t and  floors  were 
found  to  be  excessively  soiled  and  some  areas 
were  objectionably  odorous.     The  facility  is 
also  in  need  of  more  effective  pest  control 
as  evidenced  by  a  cockroach  infestation  in 
many  buildings.   .  . 

•  •  .Many  areas  do  not  have  furniture  other 
than  beds  for  residents.  In  some  cases,., 
storage  of  clothes  is  in  open  bins.   .  • 

/ 

•  •    •Common    use   of    hairbrushes  between 
residents  is  practiced.  .  • 

•  •    .No  individuial  privacy  provided  between 
commodes  in  toileting  areas.  ... 

.    .    .Seclusion  was  used  as  punishment.  Only 
17    of    65    residents,,    subject    to  this 
seclusion,  were  functioning  with  an  existing 
behavioral  plan.   .  . 

■    .  •  \ 
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In  an  indepth  analysis  of  ICF/MF  survey  reports  conducted  by 
state   inspectors   at  Mansfield  Training  School   in  Connecticut, 
Taylor    (1982)    found  widespread   noncompliance   with  federally 
mandated  ICF/MR  standards,     Taylor  reported  that  violations  of 
ICF/MR  standards  actually  increased  over  a  four  year  period. from 
1978  to  1981,  despite  the  institution ' s  repeated  assurances  that 
violations  would vbe  corrected  within  a  six-month  time  frame. 

The  inability  of   large-scale  outmoded   facilities  to  meet 

minimum  programming  standards,  even  with  massive  federal  funding; 

is  widely  acknowledged  by  those  who  operate  the  facilities.  At 

<»  ■'  ■      •  ■. 

Mansfield,   for'  example,  the  Superintendent  proposed  for  1984  to 

spend   $38,000    (including  federal   funds)    per  year.     Even  that 

amount  he  acknowledged  in  his  budget  narrative  "does  not  reflect  • 

the  needs  of  our  clientele  for  consistent  basic  care,  protection 

from  harm  and  minimally  active  treatment  in  accordance  with.  . 

;  regulations    governing    the    operation    of    Intermediate  Care 

Facilities  for  the  mentally  retarded   (Title  XIX). M 

The  failure  of  Medicaid-t'unded   institutions  to  provide  a 

minimal  level  of  programming  or  even  a  decent  level  of  custodial 

care  has  been  documented  by  other  researchers  as  well.     In  1?79, 

Burton  Blatt    (Blatt,   Ozolins,    and  McNally,    1979)    published  a 

ten-year  follow-up  study  of  his  now  famous  photographic  essay, 

Christmas  in  Purgatory    (Blatt  and  Kaplan,    1966).     Blatt  found 

that  despite  a  massive  infusion  of  public  fuinds  institutions  for 

the   mentally    retarded    remain    grossly    substandard.      In  the 

conlusion  of  this  follow-up  study,  Blatt  and  his  colleagues  make 
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an  eloquent  plea  for  the  closing  of  all  institutions  for  the 

nfejftally  retarded  (Blatt,  Ozqlins,  and  McNall',  1979:  143)  j 

We  must  evacuate   the   institutions   for  the 
mentally  retarded.     There  is  no  time  any  more 
for   task:   forces  and  new  evaluation  teams. 
*  The    time    is    long    since   past    for  such 

nonsense.     Joi.nt  accreditation  commissions  do 
no  good.     We  need  to  empty  the  institutions. 
The   quicker  we   accomplish   that   goal  the 
,      quicker  we  will  be  able  to  repair  the  damage 
/  don«  to  generations  of  innocent  inmates.  The 

■  •  auicker    we    get    about    converting  our 

ideologies    and  -resources  .  to    a    community  ■ 
model,   ,the   quicker  we  will    learn   how  to 
forget  what  we  perpetuated  in  the  name  of 
humanity. 

Repp  and  Barton    (1^80)  *  conducted  an  observational  study  of 
certified  and  noncertified  units  at  a  single  institution.  They 
concluded    that    there    was    little    programming    or  even 
, staff-to-resident  interaction  in  either  certified  or  noncertified 
units  during  normal  programming  hours*.     According  to  Repp  and 
Barton,   institutional;,  units  can  be  certified  when  they  are  not 
providing  habilitation. 

Institutional  expenditures  have  soared  since  the  inception 
6f   the   Medicaid  •  I.CF/MR   program.      According    to    the  former 
Commissioner  of  Mental  Retardation  and  Developmental  Disabilities 
in  New  Yoitt  State,    the   average   cost  of  institutionalization 
statewide  stood  at  $53,200  per  p*erson  per  year  in  1981.  The 

federal  government  paid  for  half  of*  these  costs.     Yet  conditions 

i , 

at  many  institutions  remain  shocking.  Programs  are  implemented 
haphazardly  if  at  aPll.  Institutional  residents  lack  a  decent; 
quality  of  life. 

TASH  believes  that'  the  orderly  and  graduated  phase-out  of 
'federal  aid  to  institutional  facilities,  contemplated  by  S.2053, 
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necessary  to -extricate*  tho  federal  government   from  long-term 

support  for  high-cost,  custodial  care.  * 

FEDERAL  POLICY  / 

On    February    5,    1983,    following    the    findings'   of  hie 

President's  Panel  on  Mental  Retardation,  President  John  Kennedy 

delivered  a  Special  Message  to  the  Congress  calling  its  attention 

to  the  "antiquiated,. 4  vastly  overcrowded,  ch^ain  of  custodial  3tate 

institutions."     1963Public  Papers' of  the  Presidents. 126,  128?  109 

Cong.  Rec.  1837,   1838   (1963).     As  to  the  future,  the  President's 

1963  Message  said: 

H(S)ervices  to  the  mentally  retarded  must.be 
community   based . .  .We   must   moVe    from  the 
outmoded     use     of     distant  custodial 
institutions      to      the      concept  of 
community-centered   agencies.  -    Id.    at  128, 
134;  109  Cong.  Kec.  at  1838,  1841. 

The  Special  Message  called  upon  the  Congress  to  legislate: 

To     retain     in     and     return     to  the 
community .. .the  mentally  retarded,   and  there 
to  restore  and  revitalize  their  lives  through 
fetter    health    programs    and  strengthened 
Educational   and   rehabilitation   services . H 
Id.  at  137?   109  Cong.  Rec.  at  1842. 

Congress  responded  by  authorizing   funds  for  comprehensive 

retardation  plans    (The  Maternal   and  Child  Health  and  Mental 

Retardation  Planning  Amendments  of  .1963,   P.Li   88-156)    and  by 

enacting    a   new    federal-state    grant-in-aid    program    to    fund  v 

community-based  alternatives    (The  Mental  Retardation  Facilities 

and  Community  Mental  Health  Centers  Construction  Act  of  1963, 

P.L.  88-164) . 

In   1967,   Congress  expanded   federal   funding  authority  to 
include  grants  to  the  states  for  staffing  and  start-up  expenses 
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of  community  facilities   ((The  Mental  Retardation  Amendments  of 
1967,  P.L.   90-170,  S4,  81'stat.  528). 

In   1970,    Congress   replaced,  these   authorities   with  the 
Developmental  Disabilities  Services  and  Facilities  Construction 
Amendments,    a   broad,    new    federal-state  grant-in-aid  program 
intended   (1)   to  provide  funds  to  the  states  for  "gap-f illingH 
community  services/ because,  other  statutes,   for  example,   the*  ■ 
Social  Security  Act  and  the  Rehabilitation  Act,  by  now  provided 
the   largest   portion    of   federal    funds   to    state  retardation 
services |  and  (2)  to  focus  the  state's  use  of  these  other  federal 
funding   authorities   upon    supplying   communit  alternatives  to 
institutionalization    b.y    requiring    certain    state  planning 
mechanisms.     See  P.L. 91-517,  84  Stat.   1316-21;  SlOl(b). 

In  the*  "early  1970's,  Congress  ^enacted  a  set  of  laws,  intended 
to  enable  severely  handicapped  children  and  adults  to  live,  learn 
and  grow  with   their   families  and  -friends    in  the  community. 
Sectioi>  504  of  the  Rehabilitation  Act  ofl973,  P.L.  94-142,  the 
Education   for  All  Handicapped  Children  Act  qf   1975,   and  the 

of  Rights  Act  of 
ngressional  charter  to  reverse 
patterns  of  segregation  and  institutionalization  of  people  with 


Developmentally  Disabled  Assistance  and  Bill 

\ 

1975  were  all  a  piece  of  the  Cc 


-disabilities  and  return  them  to' 


;heir  rightful  place  in  society. 


In   the   Developmentally  Disjabled  Assistance   and    Bill  of 
Rights  Act  of  1975  the  CongresJ  addressed  residential  programs 
for  the  severely  retarded.     Congress  %nbraced  the  standard  that 
state  residential  programs   "should  be  designed  to  maximize  the 
developmental  potential"  of  every  severely  retarded  person  and 
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that  this  design  could  beat  be  accomplished 'in  small-scale  (i.e.,^ 

family-styled),  community-based  residences  (i.e.,  in  the  language 

of. the  statute,   "in  the  setting  that  is  least  restrictive  of 

^..personal  liberty11)  .     Through  the  Hearings  on  the  D.D.  Act, 

just  as  in  the  recent  S.2053  Hearings  before  this  Committee,  at 

no  point  is  there^' identified  or  described,  as  a  matter  of  act  or 

theoretical^  any  large  public  institution  designed  to  maximize 

^developmental  potential.^   The  Senate  Committee  instead  concluded: 

It  must  be  recognized  that  the  vast  majority 
of  developmentally  disabled  persons  and  the 
vast      majority      of      persons      now  f 
institutionalized   should   not  be  in  these 
institutions   at   all.     Efforts   to  assure 
proper  treatment,  education ,  and  habilitation 
services  in  large  Institutions  should  not 
deflect  attention • from  the  fact  that- wostof 
these      institutions      themselves  are 
.  anachronisms,  and  that  rapid  steps  should  be 
taken  to  phase   them  out.     Many  of   these  •  # 

\  institutions  by   th#ir   very   nature,  their 

\  size  -9  .their  isolation,   their  impersonality, 

\  are  unsuitable  for  treatment,  education,  and 

habilitation  programs. H     S.   Rep.   94-1*0  at 
32-33  (emphais  supplied) . 

The  funding  approach  in  S.2053  is  based  upon-the  long- 
standing recognition  by  Congress  of  these  facts  about 
institutions.  \ 

A  significant  step  in  moving  the  Fedex'ag.  government's  policy 
on  long-term  care  to  include  \support  for  community  alternatives 
to.  institutions  was  taken  witih  the  Medicaid  Amendments  in  the 
Omnibus  budget  Reconciliation  Act  of  1981.     Section  2176  adds  a 
new  section,   1915(c)    to  Title  \XIX  of 'the  Social  Security  Ac: 
authorizing  the  Secretary  of  th^  Department  of  Health  and  Hunan 
Services  to  waive  existing  statutory  limitations  that  previously 
prevented   spates    from  paying    for   home   and  community-based 
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services  under  their  State  Medicaid  Plan.     Such  waivers  allow  the 

state  under   its  Medicaid  plan   to  cover  home  care  and  other  ' 

services    for    individuals   who,    without  -sucfe   services,  would- 

require  institutional ^care  in  4  Title*  XIX  certified  facility. 

Before  enactment  pf  this  'legislation,-  practically   no  federal 

support  was   available    for    long-tesnr.,  supportive   services  in 

community  settings,  even  though  Medicaid  pro^idlid^full  or  partial 

coverage  for' such  services,\rithin  nursing ;home  and  institutional 

settings.     The  Home  and  Community  Based  Services  Amendment  to  the 

I  1  | 

Medicaid  plan  recognized  that  the  existing  funding  pattern  has 

served  as   an   incentive   for  the  development  of  institutional 
services  and  a  disincentive  for  the  development  of  alternative 
service  delivery  models. 

Thirty-one  states  have  elected  ^provide  community  services 

under  the  waiver  programs.     Those  states^ave  demonstrated  their 

'  \ 

desire  to  move  away   from  institutional  programs  to  community 
services.     Wisconsin's  waiver  proposal  provides  a.  good. statement 
of  the  rationale  to  redirect  Medicaid  funding  from  institutions 
to  the  community, 

\  *  : 

*  t  Wisconsin  has  ichosen  to  participate  irJ  the 

waiver  program  in  the  belief  that  many  of  the 
%    individuals  who  are  currently  residing/ in  the 
State    Centers     for    the    Developmental ly 
Disabled  c£n  benefit   from  services  provided 
in    their    home    communities,      Foi/  many 
individuals    with    disabilities,  community- 
based  services  offer  substantial  advantages. 
In  particular,    it   is   easier  to  become  an 
active  member  of   the   community  and  enjoy 
consistent   contact  with  friends  and  family 
members.     The   small,    integrated   nature  o.f 
many,  community  programs  can  provide  greater 
opportunities  for  participants  td  be  viewed 
as  individuals  and  have  services  designated 
to  meet  their  individual  needs'. 
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The  diversity  of  most  communities  and  the 

mantf  environments  and  activities  available  in  t 

fctose  communities  can  provide  an  increased 

number      of-     learning  opportunities. 

Community-based    programs    also    have  the 
^advantage   of   allowirig   the  citizens  of  a 

community    to    gain    experience   with  the 

services     needed    by     individuals  with 
 disabilities  and    see  .those  individuals  

living,  working,  antj,  recreating  in  •normal1' 
"community   environments.      Such  experiences 
 advance    the    understanding;,  of    individual  * 

differences  and  facilitate  the  acceptance  of... 

individuals  with  disabilities  as  mergers  of 
•the  community.  '    ^  w  — 


S.2053  provides  the  next  logical   incremental  step  in  the, 
transition  of  federal  support  for'  residential  services  from  one 
of  a  segregated,  institutional  model  to  a  range  of  community  and 
family  service  options.  » 
^.^^^  205$-  airgnB^edeYaT  '"flnancial  '^assistance  with  federal 
policy  pronounce^nts^^pnl  Uie..  disabled^— Tk)t hi n^-^-the^proposed 
legislation  ^requires  states  to  close  institutions  /  even ,  though 
this  may  be  desirable.     S.   2053  simply  sets  conditions  on  the 
receipt  of  federal  Medicaid  funds  for  services  for  people  with 


severe  handicaps. 


STATE  OF  THE  ART 


Tremendous  strides  have  been  made  in  services  'for  people 
with  severe  handicaps  fever  the  past  decade.    Model  CQmmunity  and 
•  family    living    facilities    for   people   with    the   most    severe  « 
disabilities  may  be  found  throughout  the  nation.     The  Eastern 
Nebraska   Community  'Office   of   Retardation    (ENCOR)    and  the 
Macomb-Oakland  /Regional   Center   in  Michigan   are   two  notable 
community  ^service  systems  that  serve  a  If rge  -number  of  people 
with  severe  handicaps   (includingv people  with  severe  and  profound* 
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mental retardation,  multiple  disabilities, 'medical  involvements, 
and  'behavior  problems)   in  family-scale  community  settings.  For, 
every  indivW^Uving  in  an  institution  today,  there  is  another 
individual  wit^the  same   level  of  disability  .thriving   in  a 

community  setting  somewhere  in^ur  coantry^  

'  The  primary  barriers  Vo  community • living  for  persons  with, 

8!rr!™di8-™— i5S-5ES- .m. -tecbncvlogdtiar-w-'p-rolessionai;^  The 
^I^hiiolog^-exi-s**-^  ly-sca  le 

'community  sewings.     Rather,  the .  barriers  are' administrative  and. 
economic  in  nature.  .  They  reflect  the  lack  of  clear  incentives  to 
maintain  people  with  disabilities  in  their  home  communities.  .  ■ 
„^^H°ng^---«Wted  P.t..  94-142, ~~thT  Education  for- All  ' 
Handicapped  Children  Act,  some  commentator*  disputed- whether^all 
"handicapped  children  could  benefit  from  a  free  appropriate  public 
'education. /Now  hardly  anyone  would  deny  that  P.L.   94-142  was 
morally Vright    and    progiammatica.lly '  sound.      Today  some 
commentators  question  whether  all .people' with  severe  disabilities 
J^ouljd  live  in  normal  homes-and  cammun'ities. 

THE  RESEARCH  EVIDENCE 
Social  science  research  can  seldom,   if  ever,  resolve  major 
public  policy  debates  and  dilemmas,    while  sound  research  should 
inform  policy  decisions,   the  research  evidence  alone  is  never 
•conclusive.     This   is   true   for   several   reasons:  researchers 
seldom  agree  on  the  key  variables  to  study;  no  study  follows  a 
perfect  research  design;  some  of  the  most  important  areas  of  life 
are   the  most  difficult   to  measure  objectively   (for  example, 
quality  of  life),  all  researchers  bring  their  ow|i  values,  biases, 
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and   assumptions    into    their    research.     ^It.  should    not  be 
surprising,  ^theref ore,   that  researchers  will  disagree  on  the 
evidence  supporting  S.2053.     Indeed,  some  may  even  argue  that 
more  research  is  necessary  before  supporting  such  a'  major  piece 

of  legislation,        '        ■  ^   -  

The^Sfefti-es  o^  institution  versus  community  setting  and  large 
versus  small  facilities  have  been  the  'subject  of  a  large  number 
of  stiftlies.    For  t^e  reasons  stated  above,  these  studies  are  not 
all  consistent.     yet  a  preponderance  of  the  research  evidence 
strongly  supports  the  basic  provisions  of  S.2053.     Here  is  a 
brief  summary  of  some  .of  the  research  that  supports  the  policy 
direction  contained  in  S.2053: 

*In  a  study  of  resident  management  practices  in  England, 
King#  Raynes,  and  Tizard   (\^971)  found  that  practices  were 
more  resident-oriented  in  smaller  group  homes  than  in  either 
large  hospitals  or  medium  size  "voluntary  homes." 
*ln  a  replication  of  the  King,  et  al.  study  in  Scandanavia 
and  the  United  States,  McCormick,  Balla,  and  Zigler  (1975) 
confirmed  that  care  practices  are  more  resident-oriented  and 
less  regimented  in  commtnnity  homes  than  in  large 
institutions  or  regional  centers.  • 
*Ahost  of  sociological  studies  of  mental  hospitals  and 
institutions    for  the  mentally  retarded  in  England  and  the 
United  States  have  concluded  that  institutions  foster 
dehumanization  and  depersonalization!    Goffman  (1961) , 
Morris  (1969),  Bikler  (1977),  Taylor  (1977),  Perrucci 
(1974). 
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*ln  an  English'  study,  Vizard  (1969)  reported    that  "severely 
subnormal"  children  transferred  to  family-type?  Jiomes  made 
significantly  greater  advances  in  verbal  and  social 
development  than  a  matched  group  who  remained  in  a  public V 
hospital-.--   \ 

*A  national  survey  of  community  residential  facilities  by 
O'Connor  (19:76)   found  that  smaller,  settings  were  more 
normalized  than  larger  ones,. 

^Another  national  study  of  institutions  and  community 
residential  facilities Rotega'rd,  Bruinlnks,  and  Hill 
(1981)   in  1978-79  reported  that  community  residential 
facilities  with  fewer  than  15  residents  were,  much  more 
home-like  than  either  larger  private  facilities  or 
public  institutions. 

*Hull  and  Thompson   (1981) -found  that  size  -was  an  important 
factor  in  the  degree  of  normalization  of  residential 
institutions. 

"•Thompson  and  Carey  (1980)   found  significant  increases  in 
intellectual  functioning  and  adaptive  behavior  among 
residents  transferred  from  an  institution  to  a  normalized 
community  home. 

*Eyman,  Demaine,  and  Lei   (1979)  reported  a  significant 
relationship  between  normalization  of  community  residential 
facilities  and  gains  in  residents'1  adaptive  behavior. 
♦Separate  studies  by  knight,  Zimring,  Weitzer  and  Wheeler 
(1977)   and  MacEachron   (1983)   found  .that  normalization  of  • 
living  units  within  institutions  resulted  in  positive  gains 


9 

ERLC 


400 


-   395 

in- residents '  functioning. 

*Rotegard,  Bruininks,  and  Hill   (1981)   reported  in  a  study 
off  156  private  facilities  and  75  public  institutions  that 
small  community  settings  containing  eight  or  fewer  residents 
encouraged  more  resident  activity  and  autonomy  than  larger 
private  facilities  or  public  institutions. 
*In  a  review  of  the  research  on  the  relationship  between 
residential  size  and  the  quality  of  services,  Baroff  (1980) 
identified  seven  studies  that  demonstrated  advantages  of 
small  settings ,  while  one  study  showed  no  difference  in 
facilities  of  differing  sizes. 

*In  an  indepth  study  of  three  institutions  for  the  mentally 
retarded,  Bogdan,  Taylor ,  deGra.ipre,  and  Haynes  (1974) 
found  that  direct  care  staff  members  at  institutions,  subvert 
innovative  programs  designed  by  professionals  and 
administrators. 

\ 

*In  an  observation  study  of  licensed  and  unlicensed  units 

■  -  / 

at  one  institution ,  Repp  and  Barton   (1980-)   found  a  lack  of 

programming  and  habilitation  efforts  during  normal 

programming  hours. 

*Conroy,  Efthimiou,  and  Lemanowicz  (1982)  reported 
significant  gains  in  adaptive  behavior  among  a  group  of  70 
individuals  placed  in  small,  community  settings  as  compared 
to  a  matched  group  who  remained  at  the  institution. 
As   noted   previously,    the    research   evidence    is  seldom 
perfectly   consistent.     One   study   which   yields    a  different 
impression   than   the   body  of   research  listed   above  is  cited 
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repeatedly  to  justify  large  facilities.    This  study,  published  by. 
Landesman-Dwyer,  Sackett,  and# Kleirunan  11980) #  seems  to  indicate 
there  is  not  much  difference  between  large  and  small  residential 
facilities.     However,    since   this    study    focused    solely  on 
community  residences   (ranging  in  size  from  six  to  twenty)  and 
included  a  study  sample  that  is  not  representative  of  persons 
currently  residing  in  institutions,   its  relevance  to  S.2053  is 
dubious  at  best.  / 

,  The   Landesman-Dwyer,    et  al.    study  has  been  subject  to 
misinterpretation   and   is   characterized  by  methodological  and 
conceptual  weaknesses.     For  this  reason,  we  analyze  this  study  in 
depth   in   the  Appendix  of   this   statement.     As   our  analysis 
indicates,    this   study    fails   to  provide   a    sound .  basis  for 
opposition  to  '  .2053. 

In  concluding  this  section  on  the  research  on  institutions 
&  community  living,   it  is  essential  to  point  out  thai  not  one 


shrey  of  research  supports  the  policy  of  institutionalization. 

storically,    our    society   has   institutionalized   hundreds  of 
thousands  of  individuals  wi'ch  mental  retardation,  developmental 
\  disabilities,    and    physical    impairments    in    the    absence  of 
scientific  research.     Indeed,   myths  and  unfounded  stereotypes 
have  bqen  the  major  force  behind  institutionalization.     Even  if 
the  research  evidence  on  the  benefits  of  community  living  were 
less  clear,  it  would  be  impossible  to  justify  denying  severely 
disabled  individuals  the  right  to  full ' participation  in  community 
and'  family  life. 
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COMPARATIVE  COSTS  OF  SMALL-SCALE  COMMUNITY  PROGRAMS 
./  The  Senate,  has  kept  itself  informed  as  to  the  conditions  in 

/      large-scale    institutions    for   the   mentally   retarded.  Most 
recently i    Hearings   before   the   Senate   Subcommittee   on  the 
Handicapped  revealed  continuing  violations  of  basic  human  rights 
in  institutions  i|n  Maryland,  Connecticut  and.  Oklahoma .  However,, 
up  to  now  Congress  has  not  focused  on  the  cost  of  federal  funding 
of   such    institutions.     The   cost   of   institutional   care  and 
comparable    costs    for    community    care    should    be  carefully 
considered  bu  the  Congress  in  determining  whether  to  continue 


federal  fundi 
future.  Early 


g  for  institutions  into  the  long-term  indefinite 

cost  studies  have  not  been  helplf ult  because  a 

range  of  community  programs  for  severely  handicapped  persons  have 

not  been  available,   and   studies  often  compared   "apples  and 

oranges".    More  recently  studies  have  been  completed  reaching  the 

conclusion  that  cost  in  the  community         comparable  servaices  to 

similarly  disabled  persons  is  on  the  average  less  expensive  in 

small   scale   community   settings.     In  a  carefully  controlled 

cost-effectiveness!  study  conducted  by  the  Temple  University 

Developmental  Disabilities  Center   for  the  U.S,   Department  of  J 

Health  and  Human  ^Services  as  part  of  the;  five-year  longitudinal 

study  of  the  deinstitutionalization  of  Pennhurst,  an  inst^itu^dori5** 

the   State   of  Pennsylvania  piano   to   phase  out,    the  Temple 

researchers  reached  the  following  conclusions! 

—  Clients  placed  in  CLA's  increased  in  a 
adaptive  behavior;  while  clients  remaining 
jit  the  institution  did  not; 

/clients  placed  in  CLA's  were  receiving 
;  gre'ater    total     amounts    of    direct , 
structured,  developmentally  oriented  L 
services  than  their  matched  peers  at  the  / 
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institution; 

—  The  public  dollar  amount  expended  for 
clients  in  the  CIAs  was  less  than  that  in 
the  institution  (institutional  mean,  , 
$47,000/year,  median,  $4.7,000;  CLA  mean 
$42,000,  median  $36,000); 

—  The  state  share  of  the  public  cost  waB  far 
.greater  for  the  clientB  in  CLAb  (89%)  as 
opposed  to  clients  at  the  institution 
(45%)  .  ' 

The    Temple    researchers    attributed    the    imbalance  in 
state-federal  funding  share  for  community  services  to  the  fact 
that  the  Federal  government,  under  the  ICF/MR  program,  paid  over 
half  of  the  total  institutional  coBts,  while  CLAs  were  not  part 
of   the   ICF/MR  program.     S.2053   is  designed  to  correct  this 
imbalance  and  relieve  the  burden  on  states  to  fund  community 
programs  without  federal  assistance.  / 
PREVENTION  OF  INAPPROPRIATE  PLACEMENTS 

S.2053  does  not  merely ' require  the  closing  of  institutions, 
but  rather,  encourages  the  planned  phase-out  of  institutions  and 
the    transfer    of    financial,  resources   necessary,  to  ensure 
appropriate  and  successful  community  placements. 

Over  the  past  decade  an<J  one-half,  thousands  of  persons  with 

m 

disabilities   have   been   placed    in  high  quality  appropriate 
settings   in    the   community.     Yet   deinstitutionalization  has 
proceeded    amid    charges    of    "transinstitutionalization"  and 
"dumping"   (Blatt,  Bogdan,  Biklen  and  Taylor,  1977).^    That  is  to 
say,  in  some  locations,  deinstitutionalization  has  meant  nothing 
more  than  the  release  of  individuals  from  pubiic  institutions. 
Many  persons  have  been  transferred   from  large  institutions  to 
small    ones  and  from  custodial  care  facilities  to  non-care-  ones. 

.  7 
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.The  populations .  of  public   institutions   for  tne  mentally 
retarded  and  developmentally  disabled  have  declined  at  a  steady 

pace   since  the   late   196"0's»     However ,  .  many   individuals  have 

/ 

simply  been  moved    to  other    forms   of    institutions..  Lakin, 

\  z 
Bruininks,  Doth,  bij.li  and  Hauber  (1982^  report  that  as  of  1980, 

69,024  mentally  retarded   people   resided    in   nursing  homes. 

Scheerenberger   (19B2)  reports  that  over . 30%  ' (approximately  3,000 

'  /  * 

individuals)  of  the  mentally  retarded  persons  who  were,  placed  out 
of  public  institutions  in  the  fiscal  year  1980-81  ended  up  in 
other  forms  of  institutions,   including  nursing  homes,  mental 
hospitals,  and  other  facilities /for  the  mentally    retarded".  In 

jadflition,  many  of  what  are  termed  Community  facilities"  are,  in 
fact,  relatively  large,  segregated  institutions. 

While    "dumping"    has    not    occurred    in    the    field  of 
developmental  disabilities/to  the  same  extent  as  the  field  of 

^mental  health,   there  are  ^lso  reports  that,  many  developmentally 
disabled  individuals  have  been  moved  from  public  institutions  to 
substandard   facilities/  and   boarding   homes   in  . the  community 
(General  Accounting  Office,  1977).    One  .recently  published  study 
by  Bercovici    (1983) /found  that  many  mentally  retarded  persons 
have  been  placed  i/n  substandard  community   facilities  in  which 
they  are  just  as/isolated  and  segregated  as  they  were  when  they, 
lived  in  institutions. 

The  passage  of  S.2053  would  call  a  halt  to  widespread 

/ 

"translnstitiitionalization"    and    "dumping"  *      The  proposed 

legislation^  contains  numerous  provisions  .to  assure   that  the 

/ 
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phastt-out  ,of    institutions   is    conducted    in   a   planned  and 

coordinated    fashions  . 

*The  ten-to-fifteen  year  time  period*  given  institutions  to 
reduce  their  populations  to  zero,  which  will  provide  states 
with  sufficient  time  to  engage  in  careful  planning  of 
services; 

♦The  requirement  that  institutions  develop  written  phase-out 
plans  and  submit  progress  reports,  including  information  on 
:•        individuals  transferred  to  community  facilities,  every  six 
months ; 

*The  expansion  of  services  reimbursable  through  Medicaid 
that  will  enable  the  diverse 'needs  of  severely  disabled 
!       individuals    to  be  met  in  the  community;  notably, 

comprehensive  services  for  independent  living  and  vopational 
services; 

*The  requirements  for  independent  monitoring  of.  services, 
the  provision  of  case  management  services,  and  the 
development  of  a  community  services  plan  for  each  severely 
disabled  individual  residing  in  an  institution; 
*The  requirements  in  regard  to  the  location  of  community  and 
family  living  facilities  in  residential  neighborhoods ♦ 
While  some  professionals  and  parents  have  expressed  fears 
that  S. 2053   might  result    in   "dumping"   of  severely  disabled, 
individuals    into    the    community,    the   proposed  legislation 
represents  a  federal  mandate  to  halt  the  placement  of  individuals 
in    inappropriate    or    substandard    facilities.      S.2053  might 
properly  be  called  an  "anti-dumping*4  act. 
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SAFEGUARDS 


i  a  - 

S.2053   contains   numerous    safeguards  .on   the    rights  .of 


individuals   and    their    parents   or   guardians.     The  proposed 
legislation  requires  an  individual  plan  of  assistance,    for  each 
severely    disabled   individual   and   provides    for   the  central 
involvement  of  parents  and  guardians   in.  the  provisions  of 

services  .     

S.2053    establishes    essential    due    process  procedures, 
including  ' provisions    for    an   impartial    hearing   and  private 
enforcement,  which  are  currently  lacking  in  Medicaid  programs. 
Under   the    ICF   and   ICF/MH  *  programs,    individuals   and  their 
guardians  are  deprived  of  mechanisms  through  which  to  challenge 
decisions. regarding  proposed  services  and  placements.     In  fact, 
the  ICF  and  ICF/MR  programs  enable  a  facilitiy  to  continue  to 
receive  federal  financial  assistance  even  when  placement  at  the 
facility  is -determined  to- be  inappropriate  for  an  individual. 
\     S.^053   has   generated   opposition    from    some   parents  of 
severely  disabled  individuals  currently  residing  a  institutions. 
Our  Association  sympathizes  with  those  parents  who,  often  on  the 
advice  of  professionals  in  another  era,  made  a  painful  decision 
to  institutionalize  their  children  and  strongly  supportif^their 
rights   to   assure    that    their    children    receive  appropriate 
supervision  and   services   in   the   community.     Often  parents1 
concerns  and  fears  about  community  living  stem  from  the  negative 
deinstitutionalization  experiences  described   in   the  -preceding 
section.     However,  we  cannot  agree  that  some  individuals  should 


be  cut  off  from  community  participation  simply  because  of  their 
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disabilities,     indeed,  most  parents  of  formerly  institutionalized 
individuals  express  satisfaction  with  community  placement  ^ver 
time,  despite  initial  opposition. 

Parents    and.   guardians    should    have    opportunities  to 
participate  in  the  development  of  individual  plans  and  should 
have  available  mechanises   to  challenge  inappropriate  placement 
and  services  decisions,!  They  should  have  the  right  to  assure 
thafc  their  children  recejive  the  community  supports  and  services 
their  children  require .   | S . 2053  provides  these  things, 

!     CONCLUSION  ' 

The  Association    for1,  Persons  with  Severe   Handicaps  joins 
those  organizations  and  individuals  who  have  given  their  support 
to  S.  2053.     The  time  to  return  people  with  severe,  disabilities,  to 
.  tljeir  rightful  place   in  the  community  has  long  since  passed. 
Like  Section  504  and  P.L.   94-142,  S.2053  represents  a  maifdate  to 
en^J  the  exclusion  of  people  with  disabilities  from  the  mainstream 
of  American  life.     Federal  funds  must  be  used  only  to  support 
community  participation  and  not  isolation  and  segregation. 

We  want  to  offer  once  more  our  consultation  and  assistance 
to    the    Senate    Committee    on    Finance    in    its  continuing 
deliberations  on  S.2053.     We  stand  ready  to  assist  the  Committee 
in    strengthening    this    extremely    sound    piece    of  federal 
legislation* 

In  closing,   our  Association  expresses  its  appreciation  to 
the  U.S.  Senate  Committee  on  Finance  for  its  efforts  on  behalf  of 
lour  nation's  citizens  with  severe  disabilities. 
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ASSOCIATION  for  the  ADVANCEMENT  of  PSYCHOLOGY 
March  16 ,  1984  * 


Senator  Dave-Durenberger 
Chairman^  Health-  Subcommittee 
Senate  Finance  Committee 
United  states  Senate 
Washington,  DC  20510 

Dear  Mr.  Chairman: 


and 


On  behalf  of  the  Association  for  the  Advancement  of  Psychology 
the  American  Psychological  Association  (APA/AAP) ,  representing 


over  70,000  psychologists,  nationwide^  we  would  like  tpHhank  you  for 
thin  opportunity  to  submit  for  the  record  our  comments  and  concerns 
regarding  S.2053,  the  Community  and  Family  living  Amendments  of  ^983. 
We  also  wish  to  commend  the  Committee,  and  ;Lts  Members,  for  its  interest 
in  the  needs  of  the  mentally  retarded  (MR)  and  developmental ly  disabled 
(DD)  persons  in  this  country. 

S.2053  would  provide  mentally  retarded  and  developmentally  disable^ 
persons  with  greater  access  to  community-based  treatment.  In  so  \ 
doing,  the  legislation  is  responding  to  the  importance  of  offering  these \ 
persons  effective  alternatives  to  institutional-based  carei  a  finding 
that  is  well -documented  in  the  psychological  literature  and  substantiated 
by  the  trend  of  the  past  decade  away  from  institutional  care  for  all 
but  the  most  severely  mentally  retarded  or  developmentally  disabled  in-  % 
dividual. 

In  its  present  form,  S.2053  would  amend  Title  XIX  (Medicaid)  of 
the  Social  Security  Act  so  as  to  effect  a  shift  in  Medicaid  funding 
from  large  institutional  (16-2,000  bed)  providers  of  intermediate 
care  to  small  community-based  (fewer  than  10  bed)  providers.    A  , 
change  that  is  needed  to  correct  the  institutional  bias  that  set  in  ' 
after  1971,  when  Congress  amended  Title  XIX  to  permit  reimbursement  \ 
for  services  provided  in  intermediate  care  facilities  (ICFs) ,  and 
the  States  amended  their  own  Medicaid  plans  toinclude  intermediate 
care  facilities  for  the  mentally  retarded  (ICFs/MR).    However,  in 
its  present  form,  S.2053  accomplishes  that  end  to  the  detriment  of 
institutional-based  caret    <t  creates  a  "community-bias"  whereby 
institutional  care  is  no  longer  a  financially  viable  option. 

At  present,  there  are  only  three  forms  of  Medicaid-certif ied 
providers  to  serve  the  mentally  retarded  and  developmentally  disabled  # 
populationi  intermediate  care  facilities,  intermediate  care  facilities 
for  the  mentally  retarded,  and  skilled  nursing  facilities  (SNFs). 

'       ■  I  ■ 
'/ 
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The  majority  of THK/dd  persons  receiving  institutional  care  do  so 
in  the  large  XCFs/MR  setting*    Tjttis  is  because  of  the  hiqh  level  of 
professional  care  that  can  be  offered  at  such  facilities  and  the 
financial  constraints  that  limit  a  family's  range  of  options'* 


A  primary  concern  with  the  implementation  of  this  deinstitutionalization 
program  is  that  quality  of  care  must  not  be  sacrificed  as  a  result 
of  the  change*    t'any  large  institutions  are  capable  of  providing  a 
wide  range  of  services  along  with  sophisticated  professional  care* 
Proper  treatment  of  the  mentally  retarded  and  developmental^  disabled 
requires  that  they  have  access  to,e  full  range  of  health  care  practitioners, 
appropriate  therapeutic  and  rehabilitation  programs,  and  high  quality  ; 
nutritional  and  life/safety  standards.  Anything  less  would  be  to  shirk 
the  responsibility  that  is  ours.    The  present  Medicare  and  Medicaid 
statutes  and  regulations  discriminate  against  the  provision  of "the 

' full  range  of  professional  services  required  by  those  in  need  of  help 
for  mental  illness,  developmental  disabilities  and  mental  retardation.  . 
Fer  instanee^ec.  1833(c)  of  the  Social  Security  Act  which  limits 

^HadicarT  payment  for  mental  and  emotional  illnesses  to  $2S0,00  with  a 
$250.00  co-payment  and  restricts  access  to  mental  health'  professionals, 
has  not  been  improved  since  Medicare's  inception  in  1967*  The  opportunity 
exists  for  Congiess  to  address  these  issues  in  the  present  legislation 
as  part  of  a  partial  deinstitutionalization  program*    Such  programs  and 
facilities  must  be  in  place  before  larger  institutions  could  bg 
phased  put. 

Congress  took  the  first  step  toward  do institutional! cat ion 
when  it  included  Section  2176  in  the  Omnibus  Reconciliation  Act  of 
1981  (ORA).    in  essence,  that  section^rjntejrthe_Secrnfary  of  fhe — 
Department  of  Health-at^fCwUn  Service*  the  authority  to  waive  certain 

Medicaid  requirements  to _permit _ BU U!_^h§_JtlfiXibilW   t 

TYowFTnd  community-based  long-term  care  delivery  systems  for  Medicjid- 
oligibl*  individuals  who  were  at  risk  of  institutionalization.  This 
represented  a  significant  edvencement  in  providing  «  full  rengeof 
cere  to  the  mentally  retarded  or  developmen tally  disebled  person  who 
requires  24-hour  care.    And  it  continues  to  offer  the  greatest 
assurance  that  a  full  range  of_oj>tions  will  be  retained  in  the 
future* 


The  present  legisletion,  however,  would  phase  out  .all  of  the  large 
Medicaid- funded  ICFs  over  the  next  I'o  years.    The  only  exceptions  to 
that  phasaout  would  be  the  exemption  granted  to  those  facilities 
wibth  fewer  than  IS  residents  at  the  time  of  the  bill's  enar'ment, 
end  the  5  year  extension  for  those  facilities  that  were  opened  after 
January  1,  1979  and  maintain  16-75* residents,  c Vet,  the  net  effect 
of  this  action  would  be  to  eliminate  one  inequity  by  creating  another, 
the  availability  of  community-based  care  needs  to  be  expanded,  and 
it  is  equally  important  that  institutiona}-bas*d  care  continues  to  be  pro- 
vided,   This  is  especially  true  for  the  profoundly  retarded  individual 
who  simply  cannot  obtain  a  comparable  level  of  professional  care  in 
the  smaller  setting;  for  them,  the  consequences  of  dainsti tunnelization 
are  literally  a  matter  of  life  and  <^eath.    Similarly , t there  are  those  for 
whom  deinstitutionalization  would  result    in  homelessness* 
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There  are  significant  difficulties  in  obtaining  community  and 
toning  approval  for  the  small  group  facilities  that  are  envisioned 
by  thia  legislation.    Experience  has  shown  that  citisens  favor 
deinstitutionalixation  from  large  facilities  but  fear  loss  of  property 
values  and  M neighborhood  peace"  if  a  MR/DD  group  home  .were  to  be  1 oca tad 
in  residential  areas*    In  spite  of  this  community  fear,  however,  these 
small  group  hones  have  not  proven  to  be  disruptive.    But,  the  committee 
needs  to  consider  the  political  impedimente  to  rapid  development  of  ' 
community  resources  as  opposed  to  the  good  intentions  of  the  public 
policy  that  is  proposes* 

x 

Beyond  the  social  concerns  of  this  legislation,  attention  must 
also  be  focused  on  its  economic  aspects.    In  its  present  form,  the  bill, 
would  provide  a  5  percent  increase  in  the  Federal  Medicaid  matching 
rate  for  S  years  for  each  deinstitutionalized  individual. 
Yet,  there  is  insufficient  data  to  indicate  that  this  amount  could  cover 
the  transition  costs  involved  in  dismantling  one  system  and  establishing 
another.    For  if  there  is  a  lesson,  to  be  learned  from  history,  it 
is  that  the  beneficiaries  of  this  legislation  will  be  the  ones,  to 
suffer  from  any  miscalculation  of  judgment  or  cost  excess.    And  their' 
suffering  is  likely  to  carry  with  it  some  very  real  consequences} 
namely,  a  reduction  in  the  quality  of  care  being  provided  and  the 
elimination  of  vital  services. 

Furthermore,  the  economic  impact  6f  this  legislation  would 
adversely  affect  those  who  are  employed  by' the  institutions. 
The  employment  assurances  contained  in  the  bill's  present  form  do  not 

provide  ample  safeguards  against  the  unemployment  and  displacement  

of  vtMrkmrm.     And  it  im  rrucial  t.ft-fchw  ■»!■!»■  a  ■  n*.  fhjf  pr^rtlffl  that  these 


highly  trained  professionals  are  not  I6st  from  the  workforce. 

In  sum,  our  concerns  with  this  legislation  as  it  is  currently 
drafted  arei    that  the  option  of  institutional  care  be  retained;  that  there 
are  adequate  assurances  that  a  high  level  of  professional  care  can 
be  maintained  in  a  small  cooinunity  setting »  and  that  the  closing  of 
the  larger  institutions  will  not  produce  an    economic  hardship  on  its 
employees.    As  an  alternative  to  the  problems  that  this  bill  would 
create,  we  respectfully  suggest  that  the  Committee  consider  utilising 
the  existing  Section  2176  Medicaid  waiver  provisions  as  a  more  efficacious 
means  of  accomplishing  a  worthy  and. 

We  appreciate  the  Committee *s  willingness  to  accept  our  commente 
and  entertain  our  proposals. 

Sincerely, 

Michael  S.  Pallak,  Ph.D.  cTareVce  J. 

Executive  Officer  *   Executive  Director  and  General  Counsel 

American  Peychological  Association  Association  for  the  Advancement 

of  Psychology 
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ASSOCIATION  FOR  RETARDED  CITIZENS  -  CALIFORNIA 
UU  "K"  Street,  Suite  300 
Sacramento,  CA.  95S1*  .  (916)441-3322 


TESTIMONY  PREPARED  FOR  SUBMISSION  TO  THE  UNITED  STATES  SENATE 
COMMITTEE  ON  FINANCE,  SUBCOMMITTEE  ON  HEALTH, 
PERTAINING 'TO  S.  2033,*COMMUNITY  AND  FAMILY  LIVING  AMENDMENTS  OF  1983" 

Fere.  2iticiS^  ' 

I  am  Owen  Mock,  president  of  the  Association  for  Retarded  Citizens-California,  an 
organization  consisting  of  fifty-two  (52)  local  units  representing  all  regions  of  the  state. 
Our  principal  reason  for  existence  Is  that  of  working  to  bring  about  quality  programs  and 
services  for  the  more  than  660,000  mentally  retarded  residents  In  California.  We  applaud 
the  basic  Intent  of  S.  2053,  that  of  making 'available  the  federal  funds  required  to 
guarantee  adequate  quality. j:ojnniujriity~  residential-  services.  ~Each  mentally'retarded 
individual  must  be  assured  the  right  to  live  In  or  near. his  or  her  home  community  and  we 
enthusiastically  support  that  provision  of  the  bill. 

We  also  endorse  other  provisions  of  the  bill  which  requlret  that  the  quality  of  services  be 
reviewed  and  monitored  by  an  Independent  entity)  that  case  management  services  be 
provided;  that  protections  to  preserve  employee  eights  and  benefits  be  established;  and 
1  that  all  staff  receive  adequate  and  continuing  training.  We  believe  that  quality  health 
care  and  all  other  services  are  best  available  in  those  same  communities  in  which  we 
choose  to  live.  In  short,  we  share  the  same  goals  as  the  sponsors  of  S.  2053,  the  right  for  < 
each  Individual  to  be  a  part  of  the  community  and  share  those  rights  and  privileges  which 
each  of  us  considers  inviolable. 

We  must  part  with  the  sponsors  of  S.  2053  In  certain  sections  of  the  bill  which  deal  with 
process.  The  bill  appears  to  assume  that  all  of  the  fifty  states  are  starting  from 
approximately  the  same  point,  and  that  for  all  practical  purposes  each  state  can  begin 
and  end  a  process  at  the  same  time,  and  with  equal  and  positive  results.  We  maintain 
that  the  several  states  are  vastly  different,  that  they  are  not  all  at  the  same  point  in  a 
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transition  to  adequate, quality  community  living  arrangements.  Among  our  basic  concerns 
are  the  following: 

I.  It  is  impossible  for  each  state  to  accomplish  . a  total  change  to  community 
residences  of  ten  or  less  In  a  period  of  ten  years.  California  currently  has  7,000 
Individuals  residing  in  Its  state-operated  congregate  care  Institutions  and  at  least 
another  7,300  who  would  require  the  same  type  of  community  facilities  over  the 
ten-year  time  frame.  Small  homelike  facilities,  housing  ten  or  fewer,  would 
require  a  construction  schedule  of  approximately  1,400  units  per  year.  The 
availability  of  adequate  state  funds  lajneet  that  schedule  cannot  be  assured. 

There  is  also  the  fact  that  use  permits,  zoning  restrictions  and  restrictive 
covenants  must  all  be  dealt  with  before  building  can  even  begin.  It  Is  a  simple 
fact  that  laws  are  not  always  changed  easily  and  If  an  Impasse  In  that  regard 
should  occur,  California,  would  lose  its  current  federal  funding  and  the  mentally 
retarded  citizens  of  this  state  would  bear  the  brunt  of  a  political  misapplication 
of  justice* 

2.  Whether  or  not  a  maximum  of.  9  or*  10  residents  per  facility  is  the  most 
appropriate  size  remains  to  be  proven  by  history.  In  the  meantime,  we  cannot 
accept  someone's  arbitrary  judgment  that  such,  is  the  case.  Because  of  the 
diverse  needs  of  the  mentally  retarded  population,  it  may  be  possible  that 
facility  size,  In  some  cases,  should  be  In  the  20  to  25  range.  Tbere  Is  no 
conclusive  evidence  that,  small  is  good  and  there  must  be  opportunity  /tor 
flexibility  In  facility  sl2e.  The  havoc  caused  by  such  restrictive  and  rlgj/size 
requirements  would  probably  be  of  very  substantial  proportions.. 

i  . 

3.  We  are  deeply  concerned  with  the  lack  of  attention  to  standards  and  a 
monitoring  process.  Section  I9IS0XIXU  calls  for  eachl(acllity  being  accredited 
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by  the  Accreditation  Council  for  Services  for  Mentally  Retarded  and  Other 
Developmental^  Disabled  Persons  (or  another  appropriate  national  accrediting 
body)  or  is  licensed  or  certified  by  an  appropriate  state  aRency.  Allowing  a  state 
licensing  procedure  to  substitute  for  accreditation  by  ACMR-DD  is  tantamount 
to  the  continuation  of  an  unacceptable  process  now  used  In  California. 
Permitting  each  state  to  accredit  its  own  facilities  through  a  license  Is  totally 
unacceptable.  A  monitoring  plan  In  the  bill  Is  chiefly  noticeable  by  Its  absence. 

I  must  also  note  that  1  do  not  believe  this  bill  should  be  merchandised  as  a  less  expensive 
system  of  residential  services.  State  Institutions  have  a  reputation  for  being  more 
expensive  largely  because  of  the  salary  disparity.  While  state  employees  have  finally 
achieved  some  semblance  of  adequate  pay  for  their  work,  community  facilities  often  pay 
at  or  near  minimum  wages.  II  we  expect  to  develop  a  quality  community  residential 
system,  we  must  pay  appropriate  wages.  Quality  staff  can  only  be  recruited  and  retained 
if  fairly  compensated.  A  plan  which  allows  for  the  transition  of  congregate  care 
employees  into  community  facilities  demands  higher  wages.  Whatever  real  cost 
difference  there  may  be  between  community  ano*  Institutional  facllltle.  will  most  likely 
disappear  If  quality  residences  are  developed.  No  Individual  legislator  <hould  support  S« 
2053  because  of  its  cheapness. 

We  do  believe,  as  already  stated*  that  each  individual  has  a  right  to  live  in  the  community. 
We  cannot,  however,  accept  the  rigidity  of  S.  2053's  ten-year  transition  period  nor  the 

m 

arbitrary  size  imposed  upon  the  community  facility.  The  bill  must  be  revised  in  these  and 
other  areas  I  have  touched  upon  before  It  can  be  supported  by  ARC-Callfornla.  In  Its 
present  form  the  bill's  enactment  could  very  well  destroy  one  system  without  constructing 
a  better  one  In  Its  place.  Surely,  we  cannot  take  that  chance.  Clve  us  a  bill  with 
flexibility  that  truly-reeognizes  the  Individuality  of  each  state  and  the  mentally  retarded 
citizens  who  dwell  therein. 
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SUMMARY  OF  TESTIMONY  PREPARED  FOR  SUBMISSION  BEFORE  THE 
UNITED  STATCS  SENATE  COMMITTEE  ON  FINANCE,  SUBCOMMITTEE  ON  HEALTH, 
PERTAINING  TO  S.  2053,  "COMMUNITY  AND  FAMILY,  LI VIN^^MENDMENTS  OF  19S3" 


ARC-California  agrees  with  the  following  provisions  of  S.  2053: 

The  diversion  of  federal  funds  for  the  support  of  community  living  arrangements; 
That  the  quality  of  services  be  reviewed  and  monitored  by  an  independent  entity; 
That  case  management  service  be  provided) 

That  protections  to  preserve  employee  rights  and  benefits  be  established;  and  \ 
That  all  staff  receive  adequate  and  continuing  trainings 

Major  issues  with  which  we  disagree  are  as  follows: 

The  bill  appears  to  assume  that  all  of  the  50  states  are  starting  from 
approximately  the  same  point,  that  for  all  practical  purposes  they  can  begin  and 
end  a  process  at  the  same  time  and  with  equal  and  positive  results.  We  maintain 
*ha*  the  several  states  are  vastly  different  and  that  the  10-year  transition  phase 
is  highly  unrealistic.  Start-up  costs  and  zoning  problems  are  major  obstacles. 

The  arbitrary  size  of  9  to  iO  residents  per  facility  is  not  based  upon  solid 
evidence  and  greater  flexibility  in  size  is  required. 

We  are  deeply  concerned  with  the  lack  of  attention  to  standards  and  a 
monitoring  process.  Permitting  each  state  to  accredit  its  own  facilities  through 
a  license  is  totally  unacceptable. 

A  monitoring  pian  is  chiefly,  noticeable  by  its  absence  in  the  bill.  . 


In  summary,  the  ^ill  is  not  acceptable  in  its  present  form.  Without  major  overhaul  its 
enactment  could  >ery  well  destroy  one  system  without  constructing  a  better  one  in  its 
.  place.  We  are  also  dismayed  that  supporters  of  the  bill  have  introduced  its  purported 
"cheapness"  as  a  si  ,nificant  reason  for  its  passage.  Quality  community  living 
arrangements  are  not  likely  to  cost  iess  than  institutional  programs. 
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Dr.  and  Mrs.  Jack  Bartholmai0 

Route  4,  Box  182 

Beaver  Dam,-  Wisconsin  53916 

Senate  Finance  Committee 
Subcommittee  on  Health 
United  States  Senate 
Washington,  B.C.  20510 


;ej^3e 


February  8,  19B4 
Re/ Senate  Bill  #2053  "Community  and  f aailj  Living  Amendments" 


Honorable  Stnatore;  •  \ 

Aa  parents  of  a  profoundly  retarded  ohild,  who  la  now  Hying 
at  Central  Wisconsin  Center  for 'the  Bevelonmentally  Disabled  (CWC)« 
we  sire  concerned  aa  to  the  of  facta  of  3B2053  oa  her  life  and  the 
lives  of  other  inetitutionaliaed  retarded  with  medioal  problems* 
This  letter  is<  meant  to' give  yotf  an  example  of  the  oontrast 
between  good  institutional  medical  care  and  oare  reoeived  in 
a  community  setting, 
■  '     Our"  daughter,  Wendi,  is  mentally  retarded  along  with  severe 
spastic  tetraplegia  and  microcephaly.    She  requires  24  hour  a 
day  nursing  and,  medical  oare  including  the  administration' of 
nedioatione  to  controll  ausole  spaama  and  eeieure  activity* 

At  CWC.  registered  nuraea  are  on  duty  24  houra  a  day,  medi- 
cines are  dispeneed  by  them,  and  medloal  needs  are  brought  to 
their  'attention  aa  aoon  as  they,  are  notloed  by  the  staff . 
Fbyaicianm,  who  are  employed  by  CWC,  are  called  in  to  ■••our 
daughter  and  dlagnoae  and  treat  her  as  needed  without  having  to 
move  Wendi  .from  her  unit.    If  hospitalisation  is  needed.  CWC  . 
has  its  own.    These  nurses  and  physicians  have  developed,  - 
through  years  of  experience,  apeoial  skill*  And  e*xpertiae  in 
the  diagnosis*  and  treatment  of  medloal  probleaa  in  the  mentally 
retarded.    They  have  an  interest  in  and  understanding  of  the 
retarded  aa  human  being  a  with  f.e«linge,  feara,  and  needs  duet 
like  anyone  eiss.   They  express  iadneaa  and  Joy  over  the  health 
status  of  their  patlenta  and  have  alwaya  leapt  us,  aa  parenta, 
well  informed  of  our  daughter1 a  Wall  being* 

In  contrast,1  let  us  tell  you  of  some  of  our  experienoea  with 
medioal  faoilitiea  outeidf-  of  Central  Wisconsin  Center* 

In  1981,  our  daughter  was  admitted  to  a  Madison  hoapital 
for  a  gastrostomy  (  a  tube  placed  directly  into  the  atomaoh  for 
feeding).    The  attitude  of  the  nhgeician  and  nursing  staff  towarda 
the  dignity  of  our  daughter1*  life  is  reflected  in  the  eventa 
that  occured.    Wendi'a  routine  medications  to  control  spasm  and 
seizure  activity  were  of ten  not  given  on  achedule  or  loat  due 
to  poor  administration  technique  or  failure  to  notice  that  they 
vera  vomited  out  soon  after  being  given*    Ifurees  did  not  respond 
to  call  buttons  and  trips  to  the  nuraea  station  by  parenta  when 
t'Jendl  v/as  in  great  dlatreaa  from  pain  or  gagging.    Wendi1  s  faoe 
became  swoJinn  and  akin  broke  down  from  lying  in  wet  oauatio 
bedding.    A  bladder  and surgical  sight  infection  developed  due 
to  poor  hygione  oare.    Nuraea  were- overheard  Baying,  "ehe  (Wendi;. 
doesn't  know  the  dif f erence."  JPrequent.calla -to-the  phyaioian  in 
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in  oharge  ware  never  anewered,  an<y  we  were  unable  to  talk  to 
him  throughout  the  hospitalisation*  •  Our  daughter  returned  to 
C'rfC.  with"  bed  aorea  and  infections  all  due  to  laok  of  prooer 
care.    The  staff  at  CWC  was  enraged,  as  were  we,  at  Wendi's 
condition* 

These  are  not  isolated  incidents,  but  rather  a  pattern  v/e 
and  other  parents  have  experienced  with  our  retarded  children 
in  hospitals  in  the  community  setting.    Medical  professionals 
in  t  he  oommunity  are  used  to  treating  "normal"  sick  people  and 
lack  ,6he  expertise,  intereet,  experience,  and  often  proper 
attitudes  needed  in  the  proper  and  humane  care  of  the  pro- 
foundly retarded.    Medical  and  nursing  schools  as  well  as 
resident  programs  do  not  deal  in  the  treatment  of  the  retarded 
or  create  specialists  in  this  field*    Only  those  medical  per- 
sonalia who  truly  care  about  the  well-being  of  the  retarded 
and  work  in  a  place  such  "aa\  CWC  will  gain  the  expertise  re- 
quired to  handle  their  neede. 

Senate  Bill  2055  will*  within  10  years  on  enactment,  India// 
criminantly  close  all  institutions  for  the  mentally  retarded  and 
thereby  shut  the  door  to  medical  care  being  obtained  in  a  plaoey 
./here  the  staff  has  the  aforementioned  skills  and  interest  in  // 
the  retarded9 s  well-being*  ,  SB2053  actually  requires  that  " horn's s" 
for  the  retarded  not  be  near  a  hospital*    This  bill  would,  there- 
fore, imt  an  unueual  burden  on  local  physioians  and  hospitals;/ 
aoattered  about  communities  in  the  United  States*    As  a  father 
of  a  retarded  child  and  a  physician,  I  ask  you  to  oonsider  the 
medioal  implications  of  SB  2093*    As  oaring  parents,  we  ask  A/ou 
to.  investigate  ths  effeots  of  moving  ohildren  like  ours. into/1 
community  settings*    Will  the  availability  and  quality  of  medical 
care  be  as  good  or  better  than  preeently  obtain  in  the  institution- 
al setting?    Where  will  the  medioal  prpfeeaionala  with  necessary 
attitudes  and  expertise  in  the  care  of  profoundly  retardtdv/oome 
from?   Will  these. ohildren  survive  in  the  oommunity  "home1// 

We  feel  that  SB2053  threatens  the  health  and-  dignity/ 
children  like  ours  and  indeed .their  very  survival*   We  opd 
this  bill  for  many  reasone,  the  greateet  of  these  being  its 
failure  to  insure  the  availability  of  health  care  services  equal 
to  or  better  than  those  presently  received  in  good  institutional 
settings* 


// 
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TESTIMONY  TO  .THE  SENATE  FINANCE  COMMITTEE 
IN  OPPOSITION  TO  SENATE  BILL  S-2053 


Parents  and  Friends  of  Belle  Chasse 

State  School 
P.  0.  Box  1522 
/      Belle  Chasse,  LA  70059 
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THE  PARENTS  AND  FRIENDS  CLUB  OF  BELLE  CHASSE 

STATE  SCHOOL,  BELIEVING  THAT  ALL  LIVING  OPTIONS, 

n 

BOTH  INSTITUTIONAL  AND  COMMUNITY  SERVICES,  SHOULD 
REMAIN  OPEN  TO  RETARDED  CITIZENS,  OPPOSE  SENATE  \ 
BILL  S-2053,  COMMUNITY  AND  FAMILY  LIVING  AMENDMENTS  * 
ACT,  BECAUSE  IT  WItL  CUT  OFF  ALL  INSTITUTIONAL 
FUNDING. 

The  Parents  and  Friends  Club  of  Belle  Chasse  state  School 
is  an  organization  composed  of  relatives  of  residents  of  the 
school,  professionals  and  other  interested  friends  who  are 
dedicated  to  the  enrichment  of  the  lives  of  the  retarded 
children  and  adults  living  at  BCSS.    Besides  our  efforts  to 
provide  special  activities  during  the  year,  we  have  provided 
funds  for  such  projects  as  a  swimming  pool,  special  equipment 
and  wheelchairs,  audio-visual  aids  and  sports  equipment  and 
uniforms.    We  have  worked  closely  with  the  administration  and 
staff  to  identify  areas  where  our  assistance  can  be  most  beifef icial 

Special  services  for  the  disabled  in  Louisiana  are  adminis- 
tered regionally,  with  Belle  Chasse  State  School  the  center 
of  services  for  a  four-parish  region.    Under  this  regional 
management  system,  we  have  seen  a  commitment  to  develop  a  full- 
spectrum  community  services  system  coordinated  by  case  managers. 
In  the  1984-85  regional  plan,  needs  were  identified  for  resi- 
dential living  options  including  residential  facilities,  group  . 
homes,  supervised  apartments,  foster  care,  .respite  care  and 
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home  living  with  the  requisite  support  services  necessary  for 
each.    In  support  of  this  commitment  for  a  full  range  of  options » 
our  group  has  cooperated  in  setting  up  several  group  homes  in 
our  community.    We  are  trying  Jo  help  increase  community  awareness 
and  acceptance  through  our* educational  efforts.    Many  of  the 
residents  at  BCSS  have  benefitted  from  these  new  options  and 
are  able  to  live  more  independently  in  the  community. .  We  feel 
the  mechanisms  are  in  place  in  the  state  to  develop  community 
services.    We  feel  federal  incentives  will  be  more  effective  in 
encouraging  new  progress  in  developing  programs  than  imposition 
of . penalties.  ■  'v 

We  feel  strongly-that  Senate  Bill  S-2053  is  a  threat  to 
the  rights  of  retarded  citizens  for'an  appropriate^  INDIVIDUAL, 
treatment  plan.    To  mandate  a  single  option  for  services  under 
strong  budgetary  and  time  constraints  will  cause  unconscionable 
hardship  as  many  severely  handicapped  individuals  are  deprived 
of  the  special  services  they  require.    Senator  Chafee's  bill 
is  a  well-meaning  attempt  to  provide  optimum  care  to  the  retarded, 
but  is  unrealistic  in  its  insensitivity  to  the  wide  range  of 
disabilities  to  be  served.    He  disregards  the  need  to  aspess  the 
varying  needs  of  each  individual.    Believe  us,  we  want  the  best 
for  our  children.    That  "beat"  must  be  the  result  of  a  carefully 
thought  out  decision  by  parents  or  advocates  and  professionals 
who  are  familiar  with  each  person's  unique  needs. 

We  are  concerned  that  implementation  of  such  a  mandate 
would  cause  a  fragmentation  of  service*.    Without  a  strong 
case  management  system  and  support*  services  in  the  areas  of 
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}     education*,  training,  recreation  and  medical  assistance  already 
in  place  it  would  be  very  difficult  to  identify  and  provide 
for  the  needs  of  persons  in  various,  programs.    We  do  not  wan.t 
*   the  special  few  with  severe  or  multiple  disabilities  to  "fall 
through  the  crack"  as  centralized  services  disappear.     In  the 
same  way,  persons  requiring  services  in  rural  areas  would  be 
deprived    because  their  small  communities  would  be  unable  to  meet 
the\r  ne«?ds}fc  , 

^he  .continuing  emotional  debate  over  MBIG  BADM  institutions 

and  "SKIALL  GOOD"  community  homes    is  ai:  unfair  indictment  of 
*  \  ■  * 

many  dedicated  persons  providing  excellent  cart* and  training 

to  residents  in  large  facilities.    The  issue  is  not  large  versus 
small,  but\s  in  fact  bur  demand  for  excellence ,  no  matter  the 
size,  or  location  of  a  facility.    Our  goal  is  for  all  retarded 
persons  to  be  treated  with  dignity  and  caring  and  helped  io 
achieve  the  most  they  can.    Strict  standards  and  strict  enforce- 
ment of  these  standards  can  help  to  achieve  this  goal,  not  the  1 
closing  down  af  facilities  already  providing  superlative  care» 
Lowering  of  costs  has  been  cited  as  a  fundamental  benefit 
of  S-2053.    To  date,  none  of  the  cost  studies --have  proven  con- 
clusively such  a  claim.    Group  home  costs  for  high  functioning 
individuals,  excluding  all  medical  and  educational  costs,  are 
hardly  comparable  to  the  costs  of  24-hour  facilities  caring  for 
predominantly  severely  and  profoundly    handicapped  individuals. 
As  parents  and  friends  of  the  retarded,  we  would  urge  passage 
of  this  legislation,  no  matter  the  cost,  if  we  felt,  our  children 
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would  be  better  servod.    However,  we  ask  you  not  to  consider 
passage  of  a  bill  that  would  apend  more  money  and  would  cause 
^^abandonment  of  reeded  services  to  our  most*  severely  handicapped 
persons. 

There  are  some  who  claim  to  speak  for  the  retarded  who 
have  endorsed  this  legislation,   ^he  National  Association  for 
Retarded  Citizens  has  approved  S-2053,  without  endorsement  of  its 
individual  members  or  the  member  state  bodies.    The  Louisiana  ARC 
has  taken  a  formal  position  in  opposition  to  the  bill  which 
we  attach.    Dissensioif  among  providers  of  care  is  not  new,  and 
irt  fact  is  welcome  for  development  of  creative  solutions  to  the 
problems  of  deyelopmental  disabilities.    Listen  to  the  endorse- 
ments of  S-2053  as  voices  calling  for  expansion  of  serviced 
desperately  neafrsa  to  enable  "some  *~irfd iv l duals  to"Tive  indepen- 
dent  and  happy  lives.    But  please  heed  {he  voices  of  those  who 
protest  passage  of  S-2053.    We  do  not  propose  institutionaliza- 
tion for  all!    We  want  to  preserve  an  existing  option  which^ 
works  for  many  by  providing  a  sheltered,  safe  environment  where 
an  individual  can  thrive  without  the  dangers  and  frustrations 
ofj  a  eo-called  "normal"  life.     Indeed  the  definition  of  normal 
iis  as  varied  as  the  number  of  individuals  on  the  face  of  the  earth. 

Please,  vote  against  Senate  Bill  S-2053  and  preserve  our 
right  to  choose  a  safe  and  appropriate  environment  for  all 
retarded  persons. 
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I  ISO  LOTION 


H  IT  ttSOLVtO  by  the  Uukfano  AwoofaHon  far  Retorted  CtHtjm  then 

WHEREAS,  Tht  Uuk lent  Aejtefatlen  far  Retarded  CIHfejne  believe*  rhtt  tW ; 
the  vtit  me|orlty  tf  tent*  with  mental  rttardotltn  •  reoldentfal  Hvlnf  t^lttnr 
within  l!«  community  W  the  ttteoprttto  ■looomowrr  the  Uulilene 

Amccfatltn  remttm  firmly  ecmmtrtod  to  Hit  tovolotmont  end  eftvkfan  eft 
wide  rente  tf  iftrttrtoto  tartdtnHtl  I  Mi*  ettierej  pnrf 


WHEREAS,  The  bohhiw  jbiMi  dote  ntr  believe  ft*  fat  trovliloni  of 
Mi  llll  2033  which  Mn^HM  Mm  fatal  theeo-eut  tf  Tltfa  XIX  fane*  to  til 
tocllIHe*  trher  Han  'eemmunlty  tr  family  llvfcf  faolllrteo* ee  defined  lit  the 
Act  will  tdvonco  Hit  ttcwfcfan  far  ■  oddo  oooorrum  tl  taoMontfal  living 
ewHom  fa  Hill  itetoj  end  i 

WrIREAS,  Sent*  llll  2053  Km  the  effact  of  tlrnimtttnf  the  right  of  en 
Indftldutl  with  ewveleeeoentoJ  4kMWm  fa >  ehtece t  ft*tm9*~t*U«*M  — 
th/tog  teflon  M  trevtded  by  lewJtfant  tewi 

IE  IT  THEREFORE  IE  SOLVED  Hot  Hit  Uutiltnt  AoKcfatien  far  Retarded 
Clflitm  cejecett  Hit  w  tf  Sonata  llll  2033. 


IE  IT  FURTHER  RISOIMD  nNtt  Hit  Uutt lent  Atjttfarfan far  Rettrded 
Cltleem  tutttrti  new  fadertl  fagtifatfen  wklth  wtuldt 


1.     Add  "homo  tnd  lomwunlry-btood  oorvtco*',  oethtttormli 
currenMy  mod  fa  StcHtn  If  15  (C)  (4)  ft)  tf  Hit  Stefal  Security  Act, 
ee tn  optional  itrvfat  whlcH  lletee  mey  elect  It  etvor  under  Hwtr 


respective  medlccl  eojfctantt  efara,  submitted  In  mwfaiit  with  the 
prevision*  of  Section  1Ktt  t#  Hit  Act.      _  .. 

2,  M  SeeHun  im<C)  efthe  Act  taspcctrV  thtt  tn  order  to 
e/utllfy  far  otprovol  #1 1  new  or  renewal  welvet  rotucot,  tn  tr  tfttr 
July  l#  tf$4#  t  ittfa  mutt  tnfar  fafa  tn  egreemcnt  with  HHS  which 
outline*  the  steps  It  will  tafac  fa  tnurt  that,  nt  fafar  then  tan  years 
■tftar  tht  Inltfal  dtta  tf opprovof ,  t  fall  trrty  e)f  homo  end  community* 
btMd  services  will  bo  ovol  fable,  ttotawlde,  fa  nfadfatld-otlgtble 
elderly ,  blind  trW  tltttltd  IntlvMutli  ttpcfcfa  t#  btntflHnf  from 
ouch  itrvlcti* 

<\ 

3.  ^mtnt*  SocHcn  1f02  (A)  of  the  Act,  offatKvt  July  l#  \mt 
to  InCfttie  tht  fodtfol  nttchfaf  ftllo  far  hemt  tnel  ttmmunlty^oood 
oervlcti,  tellvtreel  In  tectnionet  with  tn  toete vti  Stctfan  1tl5(C) 
wtlvtr  roejuttr  tr  ee  en  tttlcnel  itrvfat  uneVtr  t  ttofa'i  Afatlceld  ^ 
e4en#  by  five  etrctntoojO  eeJnli  tbtvt  tht  otrctnfaet  t  ttoto  li 
othofwlie  entitled  to  receive  enter  fat  ortvtifani  el  SeeHen  19059) 
of  the  Act.  • 

4*     IxfliclH)  evtherlit  Hie  iftfos  to  ttvtr  ore  ^ocetlentl  lervlcet 
far  ellfltblo*  non-efatrly  dlooblet*  etftere  under  t  home  end  community 
cere  waiver  ereejrtm  end/*  t  ottto  oien  emendment, 

y      Amend  StcHtn  1t13(C)  0)  (D)  tf  the  Socltl  ^urrty  Act  to 
limit  ?h«  Secroteryfi  outhorlty  to  t^tce  certain  restriction!  on  the 
manner  In  which  ovorofo  tor  etttto  ei^entlturee  ere  ttlcultted  for 
turtutei  tf  efetcntlncJfan  whether  t  ttoto  ejutitftee  far  t  home  end 
community  cere  ^Iver  end/or  (I)  li  tllffalt  to  fumlih  under  Hie 
tropoeod  ottlenel  ifato  tfan  nmonement* 

t.      Amend  Section  1W  tf  tht  Act  to  reewlrt  that  HHS  conduct 
velldetton  lurveyi  far  the  turteoo  tf  determining  If  ttrtfclttHng 
iteto  ere  fulfTIIInf  the  tormo  tf  their  etreement  with  HHS,  ee 
outlined  under  Item  2  < " 


Adoptod  by  tho  loerd  of  Dtrecton  on  January  72,  \9U. 
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■    STATEMENT "  ' 
SUBMITTED  FOR  THE  RECORD 

*  / 
ON  '  S  .  205  ji 

"COMMUNITY  AND  FAMT.LY  LIVIKG  AMENDMENTS  ACT  OF  19a3" 


BY 

BEVERLY  ENTERPRISES 


 TO  THE   

SUBCOMMITTEE  ON  HEALTH 
OF  THE 

SENATE  COMMITTEE  ON  FINANCE 


Jack  A.  MacDonald  February  27  ,  1984 

Vice  President  -  Governtoent  Relations 
1901  N.  Ft.  Myer  Drive 
Suite  302 

Rosalyn,  VA  22209 
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We  presently  operate  facilities 
dedicated  to  providing  eervlcei 
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Int  reduction 

Beverly  Enterprises  provides  care  for  Individuals  with  msntsl 
snd  physlcsl  disabilities  la  mejoy  settings  across  the  United  Ststes. 

In  eight  states  which  ate  specifically 
to  children  end  adults  who  suffer 
from  mental  retardetioo  or  peychietric  disorders.     Thaea  fecilit} 

range  In  size  from  38  to  208  rcaidente. 

< 

S.  2T053.  which  seeke  to  divert  ICF-MR  Title  XIX  funds  it 
"large"  institutions   (lsrger  ttian  sixteen  beds)  to  saaller/reeidentiel 
programs,  raises  issuss  deserving  fsr  more  careful  analysis  than' 
apparent  to  date.     Those  iesueA  Include  cost'  of  csre  ,/nurabere  snd 
types  of  services  available  /n  the  community,  qualify  and  monitoring 
of  services,  and  adequacy        safeguards  for  healt/h  and  life  safety. 
Based  on  our  experience /and  thfr^t*ndi nga  from  a  number  of  atudiee, 


1 


we  feel  that  a  group  h^oue  or,  "small11  residential  program  are  not 
the  only  appropriated/settings  fojr  meeting  /the  needs  of  the  mentally 
retarded  northe  developmentally  disabled. 

.    (  '  .  / 

Background  • ,  ' 

Prior  to  the  availability  of  federal  funds  from  Title  XIX, 
states  were  appropriating  general  State  revenue  funda  to  support 
lncltutlonal  services  for  mentally  retarded  persons.     There  wss 
a  wide  range  of  quality  In  the  care  rendered  in  these  facilities 
throughout  the  country.     During  the  1960-1970  decade,  many 
states  were  involved  in  litigation  In  which  the  plaintiffs 
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argued  that,  ths  legal  and  constitutional  right*  of  persons  in  these 
institutions  ware  obridged.  1  ' 

Tha  Intermediate  Cart  Facility  for  the  Mentally  Retarded 
(ICF-MR)  program  was  developed  by  the  federal  governmsnt  during 
this  time  (early  1970va).and  most  states  eventually  participated. 
The  government  objectives  behind  this  development  were  numerous. 
They  included  a  desire  to  apply  consistent  standard*  of  care  to 
all  institutions  t-o  improve  the  quality  of  cere  in  these  institu- 
tions,  and  to  create  community  baaed  programs  for  msntally  retarded 
persons*    The  hope  was  that  institutions  would  be  helped  b,y  a 

maesive  infusion  of  federal  funds  to  prepare  people  for  moving 

i 

to  their  home  communities. 

During  the  last  decade  these  objective*  were  met.  Quality 
&t  service's  rendered  to  persons  in  state  echooXs/hospi tsts  increased 
substantially  end  thousands  of  persons  were  Transferred  or  discharged  r 
to  both  public  and  privately  owned,  community-based  ICF-MR 
facilities.     This  has  been  possible  due  to  the  evailability  of  ICF-MR 
Title  XIX  fundi.     It  is  important  to  note  that  there  are  at  least 
lour  settings  of  cars  within  the  ICF-MR  system.     Those  are  (1)  large 
state  institutions,   (300-2.000  residents),   (2)  private  community- 
based  facilities   (generally  30-90  residents),  (3)  public  and  private 
15  bed  ICF-MR  facilities,  and   (4)   8  beds  or  less  group  homes.  Medicaid 
support  for  these  settings  vary  by  state  according  tothei*  prcprem. 

I 

Position  on  S.  2053  v   

Beverly  Enterprises  k\  concerned* as  to  the  impact  of  the 
Community  and  Family  Living! Amen-Iments  Act,  as  written,  on  the  basis 
that  it  would  withdraw  f undiing\f rem  the  well-developed  aystem  of 

'  \ 
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re.eident ill ,  habllitatton,  training  and  aupport  iervic«i  currently 
being  provided  to  devalopmentally  dinblid  through  the  ICF-HR  Progrem. 
We  do  eupport  the  further  development  of  community  beeed 
living  alternatives  but  not  by  eliminating  existing  programs 
vhicti  are  providing  cost  effective  quality  services. 

A  discussion  of  our  contentions  regarding  S.   2053  follower 

1.     No  one  setting  or  service  delivery  model  can  appropriately  meet 
the  needs  of  all  development a-1  ly  disabled  persona.     A'majbr.  . 
feature  of  the  bill  la  that  Medicaid  paymanta  would  only  be 
permitted  on  behalf  of  eliglbla  individuals  residing  in  s 
"community  or  family  living  facility11.     This  is  definsd  as  a 
community  baaed  homa  with  a  capacity  no  greater  than  twice 
che  number  of  peraona  in  the  averega  family  household  in  the 
area  where  the  facility  is  lucata.d  (maximum  of  5-6). 

"  a.     These  is  no  independent  evidence  that  independent  l^ing 
,       skills  can  be  taught  only  in  e  certain  size  facility  or 
that  developraentally  diaebled  parsons  progress  slower  in 
J     larger  settings,  given  the  same  individualised  care. 

b.     Size  is  not  a  guarantee  of  success.     Without  the  provision  of 
training,  opportunities  for  vocational  and  social  activities* 
and  outside  monitoring  of  progtsmming,  it  is  possible  that 
a  "email"  homa  may  be  even  more  eterile  than  that  of  a  large 
residential  facility.     Studies  of   the  Willowbrook  case, 
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produced  by  the  Nsw  York  State  Commission  on  qualify  o,f  . 
care  for  the  mentally  retarded t    Wlllowbrook  From  the 
■  Institute        the  Community,  and  varloua  facilities  In 
California  have  revealed  that  In  aorae  cases  smaller  environ* 
nents  do  not  function  as  well  as  larger  ones. 

a.     Develppmentally  disabled  persons  have  varying  and  diverse 

needs.     In  addition  to  suffering  from  mental  retardation  an 
Individual  might  aleo,  for  example,  be  deaf ,  blind*  epileptic, 
. and  unable  to  apeak  or  walk.     Service  requirements  may  vary 
from  the  need  for  vocational  training  and  money  management 
skilla^to  the  need  for  Intensive  medical  care  and  therapy 
services*     Larger  institution.  lCF-MRs  can  offer  residents 
a  number  of  aervicem  .  registered  nurses,  speech  pathologists , 
speech  clinics,  and  education  departments  with  teachers 
trained  in  special  education,  music  therapy  and  recreation 
therapy,     k  continuum  of  programs  and  living  alternatives 

are  necessary  to  meet  the  changing  needs  of  an  individual 

■ 

at  any  time  of  life.     Sometimes  the  placement  most  appropriate 

v 

to  meet  a  person's  needs  Is  a  larger  facility  where  the 

nseded  professional  staff  and  services  are  immediately  available. 

The  proposed  csre  ayatem  will  increase  costs.     It  has  not  been 
substantiated  that  email  facilities  are  leas  expansive  than 
larger  facilities.     Quite  the  contrary  is  true.'   We  have  several 
questions  regsrding  the  cost  savings  to  the  Federal  Government 
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portr.yed  by  the  Congr.a.ional  Budget  Office1,  report. 

For  example,  the  state  of  Texas  defines: three  levels 
of  care  for  ICF/MR;  as  Severely  Retarded,  Moderately 
Retarded  and  Mildly  Retarded.     Mildly  Retarded  ha.  a 
co.t  to. the  state  of  $52.86  per  day.  per  patient  bed  with  a  bed 
requirement  of  15  or  I.e..     Moderately  Retarded  patient 
cere  cost  1,  $44.54  per  day  and  Severely  R.terd.d' patient 
c,rc  co.t.1.  $54.89-  per.  day  with  no  restriction,  on  th.  number 
of  beds .  '  •  • 

This  clearly  draw.  Into  qu.atlon  the  argument  that  small 
facilities  are  less  costly  since  the 'mo.t  expensive  rat.  i. 
paid  to  th.  smaller  facility  for  the  least  disabled 
patient. 


An  apparent  conflict  in  th.  cost  data-is  also  produced  by 
the  lack  of  .  common  definition  of  the  various  existing 
"institutional"  and  community  program.     Although  the  study 
attempted  to  lio.it  the  definition  of  a  residential  facility 
for  survey  purposes,  it  did  not  differentiate  between 
facilities  according  to  type,  or   number,  of  service,  offered. 
Instead,  it  emphasised  publicly  owned  versus  privately 
owned- facilities  end  facility  size.     Cost  data  will.  0f 
course,  be  «f f cct ed  .si nee  type,  and  number  of  services, 
and  staff  needed  to  provide  services  will  alter  the  costs. 
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;    For  example} 

,'    The  data  regarding  number  of  private  and  public  facilities 

*        ,  i 

'     In  each  state  Is  questionable*     The  figures  for 
;      Texas,  for  example,  report  73  publicly  operated  facilities 
with  4,546  MR  Residents.-    These  figures  do  not  Correlate 
\   with  figures  from  Texas  State  agencies.     For  example,  . 
the  agencies  report  42  publicly  operated  facilities.  It 
.appears  many  facilities  were  included  that  should  not  have  been. 

Additionally,  Institutional  usually  refers  to  the  large, 
state  schools  and  not   the  smaller  private,  community  baaed 
ICF-MR  facilities  although  both  are  classified  as  lnot It ut lonal 
and  maybe  funded  under  the  Medicaid  program.   

Furthermore,  unleaa  coveted  by  ICF-MR  regulations,  services 
provided  in  a  Tco'muunlty ,  rtaident  ial  facility  or  group 
home  may  range  from  a  baalc  room  and  board  program,  to  a 
highly  supervised  support  service  program  for  the  profoundly 

disabled  individual.  » 

ft  _  • 

c.    Smaller,  does  not  necessarily  equate  to  lower  costs.  Discussions 
with  officials  associated  with  8  beds  or  less  *  programs  In 

y 

Pennsylvania,  New  York,  and  Michigan  have  revealed \ costs 
that  are  two  to  three  times  the  cost  of  ICF-MR  community 
based  care*     In  Michigan,   the  McComb-Uklahoma  Development 
Center,  which  is  responsible  for  1,300  development  ally 
disabled  persons,  reports  sversga  costs  or  $70  to  $130  day*. 
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/,  This  dqee  not  include  any  epeidalised  equipment,  traneportetiou 
or  msdlcai  car*.     Coete  in  New  \ork'  range  from  $93  to  $155 
-par  day.     It  vaa  raportad  that  Pe\neylyania  haa  picked  up  . 
45Z  df  the  coat^  of  cara  for  . individ\els  in  tha  inatitutionj 
following  dainatltutionaliiation  to  t\e  community,  the  atate'a 
ahara  aacalatad  to  89X. 

Studlee,  othar  than  thoaa  previously  eited,\and  aome  of 
their  finding!  ares 

"Comparative  coete  of  Public  Heeidentiel  end  Community 
Residential  Progress",   (in  Texee),  Texee  Tech /univeVeity , 
concluded!   "Beead  upon  the  dete  collected  in  thie  eurVey, 
the  coete  of  providing  community  beeed  residential  leVyicei 
appear  to  be  et  leeet  equal  to  if  not  greeter  ''then  thoae^ 
in  a  public  reeidentlal  feclllty  «...  One  should  try  no\t 
to  "gall"  group. home  care  an  being  better  then  care  in  a 
public  reeidentiel  facility  becauae  of  lower  coat." 

"The  Coet  of  Community  Reeidentiel  Care  for  Mentelly  Reterded 
Pereons",  Clearing  houae  on  the  Handicapped,  Iner  Fitsgeral 
found  that;. the  development  of  community  reeidential  facilitiee 
enteile  a  shift  of  public,  funds,  with  fewer  federal  monies 
used  end  e  greater  dependence  on  state  funding. 

Unpublished  1981  report  by  the  Department  of  Health  and  Human 
Serviceei     Long  Terra  Caret     Background  and  Future  Direction, 
cites  the  'several  factors  influencing  per  diera  rates  as 

/ 
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dlfferencee  betvean  geographic  regione*,  capital  eapendituree 
to  upgrade  inetilbutione  which  hava  baan  factorad  into  retea% 
and  tha  level  of  diaability  of  raaidanta  (which  af facta 
compoeition  of  «  facility1!  ataff  and  ia  equal  to  75*  of 
lnatltutlonal  cpate). 

•      "Long  Term  Cera t     Background  and  Futura  Directione"  U.S. 

Dapartmant  of  JUelth  *nd  Human  Servicea  reported  that  thijre  ia 
littla  evldanc.it  that  coverage  of  community  baaed  and 
in  hove  eervioee  reducee  total  public  exoendituree .    Moat  I 
of  tha  evidence- ie  to  the  contrery .     Thie  ie  becauae  expanded 
eervice  benef^te  lergely  go  to  e  nev  (additional)  aervice 
populetion  rather  then  .eubetituting  for  inetitutional  care. 

2fi^3  propc-aee  to  expand  coverege  to  individuela  with  a 
developmentel  dieebility  aenifeet'ed  before  he  etteine  ege 
50,  rether  then  the  current  requirement  of  22.     It  elao  would 
ellow  coverage  of  severely  dieebled  children  who  live  with 
their  netural  or  edopted  femiliee  end  who  heve  been  ineligible 
beceuee  of  their  familleo'   income  end  reeourcea.  Whila 
thie  ia  commendeble,  we  queetion  whet  coneideretion  hee 
been  given  by  the  Congreeeionel  Budget  Office  to  the  coet 
of  eerving  thie  new  end  greatly  expended  populetion.  Thie 
ie  indicetive  of  the  "woodwork  effect"  cited  in  e  1981  report  f 
by  HHS '  Region  X-  Office  ,of  Inepector  Oenerel.    Tha  report 
aaid  that  although  there  ia  e  greet  public  demend  for  more 
community  baaed  aervicea,  it  feered.  e  "woodwork  effect" 
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where  a  larga  numhar  of  people  not  currently  taking 
. advantage*  of  f  inanced  services ,  would  do  so  if  Made 
available.  s 

Quality  of  cirt  and  the  safety  of  tha  deinstitutionalized  paraon 

o 

will  be  diainiahad  due  to  an  lnedequeta  community  support  syetemt 
inconsistent  standards  of  feare/llcenslng  requlrsments ,  and 
Insufficient  monitoring*     S.   2053  would  teralnate,   over  a  .parlod 
•'of  years.  Medicaid  funding  to  any  facility  aerving  over  sixteen 
persona* 

a.  \.  Past  axperience  haa  shown  that  deinetitutionelization,  of 

the  mentally  ill,  without  an  adequate  community  system  of 
Bervlcaa  is  detrimental  to  theae  individuals'  own  health  and 
aafety.     S,   2053  propoa.ee  a  narrowly  defined  aystem  of  care 
and  we  are  skeptical  of  the  ability  of  the  government  to 
prevent  tha  "dumping"  that  haa  and  may  occur  as  urates  are 
required  to  deinstitutionalize.  * 

b.  Studies  reveai  that  many  mentally  retarded  persons  in 

\  .  i 

"community"  settings  received  Inadequate  medical  care  and 

I 

suffered  more  health  problems  than  thoae  in  a  setting  with 
a  treatment  program  and  med\cal  personnel  who  are  willing 
to  treat  them.     A  study  conducted  by  the  Univeraity  of 
Massachusetts  entitled  "The  Status  of  Health  Care  for 
Deinstitutionalized  Mentally  Retarded  People  in  Maasachusset t a i 
Present  and  Future  Direct  lone » "  reports  that  the  atate  found! 
(1)  current  health  systems  are  reluctantly  responsive  to  the 
deinstitutionalized,   (2)  many  of  the  skills  needed  by  the 
Physician  exceed  those  .which  he  customarily  received  during 
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trsinins,   (3)  provision  of  msdicsl  cart  Co  the  mentslly 


retarded  persons  is 
for  ths  physic.isn, 
staffs  are  uaually 


exessdingly  complsx  and  t imS-coosusing 
(4)  direct, c**rs  >fr*ff  and  medical  c^re 
Lll-prepered  or  knowledgeable  to  deal 
With  the  mentally  retarded'e  health  problems,    (5)  doctora,  . 

dentiets*  and  nurSee  have  a  problem  in  managing  people  whose 

v 

eppeerance  or  behavior  is  different  end  went  them  eegregeted 
from  other  pattetfta,  and  (6)  25X  of  .the  sample  hed  difficulties- 
in  obtaining  medical  services. 

Thousanda  of  new  providers,  often  in  the  form  of  converted 
private  homes,  would  be  generated  by  this  bill*  Residents 
would  supposedly  partake  of  a  multiplicity  of  services  offered 
by  an  assortment  of  provider*,  ali  operating  under  vatioua 
stendards  and  authorities.     The  homee,  according  to  current 
requirements,  would  operate  under  minimal  licensing  and  fine 
safety  stendards   (depending  on,  size  and  state/locsl  codes*) 
We  would  question  the  vslue  gained  in  the  quality  of  life  for 
the  individuals  unless  the  providers  were  monitored  to  protect 
the  health  and  safety. of  the  mentelly  retarded  reaidents  to 
the  same  level  as  in  the  other  nursing  facilities.  This 
would  create  a  new  adminiatrative  burden  for  the  state  and 
Federal  officials  at  a  sizeable  new  cost* 

States  Jiave  been  wrestling  unsuccessfully  for  a  number  of  years 

with  enforcing  the  Keys  Amendment  which  governs  the  licensing 

of  boarding  homes  where  many  aged  and  disabled  persons  reside* 

V  \ 
A  tragic   thought   is  that  S,   2053  may  very  well  push  even  more 

disable d\ p e r s o n b   into  substandards  boarding  homes*  Problema 

with  safety  standards   in  these  settings  have  received  national 

press  attention  for-  years*  , 
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Sufficient  incentives  already  exist  for  appropriate  deinstitu- 
tionalization under   the  "Home  and  Communl ty-Basad  Waiver"  * 

—  ■  j 

provisions  of  the  Omnibus  Reconciliation  Act  of  1981. 

ft 

1 

a.  This  Act 'allows  states  to   finance'  non-institutional  long 

/  & 
tern  care  /services  through  the  Medicaid  Program.     This  new 

waiver  authority  has  presented  the  states  witn  an  excellent 

^  y 

opportunity  to  exper iment  with  alee mat i vexippr oachee  and  to 
.   determine  their  cost  effectiveness.     States  ^have  responded 
to  this  opportunity.     As  of  July,  1963,  44  states  had 
submitted  86  waiver  applications.     Most  states  have 
recognized  any  transfer  of  'large  numbers  of  persons  from 
institutions  to  community  must  be  done  with  considerable 
planning  and  preparation.     This  ia  to  assure  that  appropriate 
services  are  in  place  to  guarantee  that  the  quality  of  life  ' 
will*  in  f act ,  be  improved. 

i ,  .  ' 

b.  .   The  waiver  .includes  safeguards  on  program  costs  and  sizes. 

The  statute  require**  states  to  provide  an  assurance  that  the 
per  capita  Medicaid  program  costs  will  not1 increase  as  a 
result  of   the  waiver.     Also,  states  are  not  able  tc>  use  the 
savings  generated  by  keeping  people  out  o{  institutions  to 
provide  services  to  "new"  clients  who  may  not  have  gone  into 
an  institution  although  they  themselves  would  meet  the  criteria 
for  receiving  services. 

c.  Finally,  we  belie ve  states,  not  the  federal  government , 
should  have  the  primary  responsibility  for  planning  a  continuum 
of  services  for  their  aged  and  disabled  citizens.  It*appear& 


with  few  exceptions,  that  states  aea  a  naad  to  include  a  variad 
number  of  inati tutional  bada  aa  part  of  that  continuum. 

I  .  ■ 

In  conclusion,  we  would  oppoae  S.  2053  «a  currently  drafted  on  the 
grounds  thet  the  ayetem  of  cere  it  propoeee  would  in  feet  be 
detrimental  to  the  care  of  the  developmentally  dieeblecl> 

Appropriate  planning  and  research  have  not  yet  been  done.  Numerous 
___5.ue^ejtJLQJi8u  -irfcludirivg-  -t4*o*#"  -w e  have  r al serf', ~ri e^d~  tl?~  t>  e~~~a J dir e's" ■  e  d 

about  the  practical  implications  of  restructuring  the  wey  in  which 
services  to  the  developmentally  disabled  are  provided. 

The  current  system  is  not  perfect  but  it  should  only  be  repleced 
with  well  reseerched  end  independently  tested  techniques  for 
meeting  the  needs  of  the  development elly "disabled .     It  ehould  not 
be  repl'aced  by  a  program  whose  foundetlon  is  the  size  of  the  facility 
rather  than  the  practlcel  ability  of  the  facility  to  provide 
the  necessary  trained  staff  and  appropriate  services  in  e  safe 
environment.  \  r 

We  believe  that  yes  in  some  instances,  those  three  qualities  can.  be 
met  in  small  facilities  but  there  is  no  basis  for  establishing 
an  arbitrary  .rule.  SLt.  a.  gXven  bed  capacity.  "  Any  limits  should 
reflect  an  assessment  by  state  and^local  authorities  of  the  needs 
of  the  involved  population  and  the  resources  available  in  the 
facilities  to  meet  those  needs. 

f 

We  stand  ready  as  a  provider  f.o  participate  in  any  research  or 
studies  designed  to  perfect  the  best  service  program  for  the 
developmentally  disabled,     At  the  same  time  we  are  willing  to 
support  the  work  of  this,  Subcommittee  in  developing  the  legislation 

 La^-Jjap  Itwne  rvfc-  Hu-eb — a — sysftmr. — '  1 

We  appreciate  this  opportunity  to  present  our  views  on  the 
"Community  and  Family  Living  Amendments  Act  of   1983M;  S.2053. 
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BEVERLY  FARM  FOUNDATION 

A  NON  PROFIT  CORPORATION 
A  HOME  &  DEVELOPMENT  CENTER  FOR  RETARDED  CHILDREN  &  ADULTS 
6301  Humbert  Road 

Godfray,  lilipom  62035  1  « 

\" 

Senate  Finance  Sub-Cotnmittuo 
Hearing  of  Senate  Bill  20!>3  , 
Testimony  of  Beverly  Farm 

t       .._     .ggdJUfly^.  lUtnnia — ■  ~  ~  


My  name  is  William  J,  Pcnly,  I  am  the  father  of  Sutanne,  a  32  year 
old  mentally  retarded  daughter,  and  the  Vice  Chairman  of  the  Board  of 
Directors  of  Beverly  Farm.  A  parent  owned  facility  located  in  Godfrey!  IL 
where  developmental  care  ia  provided  to  400  happy t  mentally  handicapped 
children  and  adults.  My  comment!  today  are  based  on  my  experiences  as  s 
parent,  and  my  experiences'  from  having  served, in  various  capacities  for 
20  years  in  the  operation  of  Beverly  Farm. 

t  appreciate  this  opportunity  to. present  to  you  the  seriousness  of 
Withdrawing  funds  from,  institutions,  in  fsct  closing  them,  without  regard 
to  the  quality  or  role  they  play  in  making  life  mesningful  for  over  123,000 
mentally  retarded  citizens. 

My  training  as  an  engineer  has  taught  me  to  first  study  all  aspects  of 
the  problem  before  adopting  a  solution.  There  is* strong  evidence  that  this 
bill  was  not  conceived  oh  this  premise*  I  urge  this  committee  to  fully 
investigate  the  problem  areas  in  this  discriminating  legislation.  To  doy' 
otherwise  would  be  criminal  and  negligent.  Thereby,'  failing  the  mentj^L/y 
retarded  who  most  need  the  best  professional  help  and  aupport  of  the^^ 
government. 


It  has  been  said,  "Idealism  increases  in  direct  proportion  to  ones1 
d is  t  a n ce  f  r_qm .  Jt  ho  .prjjblcm*- Xc t-is— ge  t  -  closer  -to-the-  probleitia~ttfa^  nTust  ,~~ 
'be  dealt  with  and  achieved  in  any  government  supported  program.  Each  of 
the  following  should  be  analyzed  in  depth  and  legislation^ adopted  that 

only.  -Cully  meets  -theses iter ias\ 

1.  The  rights  of  all  citizens  to  equal  treatment. 

2.  Quality  development  care  for  eH. 

3.  Safe  physical  care 

4.  Permanency 
b.  Affordable 

Before  commenting  specifically  on  each  of  the  above  objectives  the 
following  general  comments  aro  offered.  First,  we  are  not.  opposed  to 
contnunity  facility  living,  nor  do  we  favor  large  institutions*  We  do 
believe  there  is  a  need  for  both.  Regardless  of  size,  any  facility  should 
be  properly  operated  as  a  developmental  center,  with  a  wide  range  of  pro** 
grams,  services,  and  recreation. 
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Secondly ,  it  is  readily  apparent  that  the  problems  involved  in  the 
care  of  the  retarded  are  very  complex  and  it  is  naive  to  think  the  answer 
lies  in  one  and  only  one  solution, 

»  ■  ... 
Third,  the  advocates  of  this  legislation  contend  community  facility 
living  provides  better  care  for  all  regardless  of  severity  of  retardation 
or  disability ,  and  for  less  cost.  If  true,  is  it  necessary  to  advance 
^community  facilities  by  destroying  all  other  methods  which  provide  develop- 
mental care?  The  proposed  legislation  S  2053  answers  this  question  in  the  J_^,_- 
aff irmative..  It  is  this  reaso^^ 
^*r©~  so-eonecrnedV^^  strongly  oppose  this  dangerous  and  ill  con- 

ceived legislation,  ^^^w 

The  proponents  may  have  had  good  intention  in  dictating  only  one 
.  concept  but  they  failed  to  conceive  or  visualize  the  broad  speotum  of 
problems  in  caring  for  the  retarded.  They  have  left  more  voids  than  benefits 
and  the  following  comments  on  the  above  5  objectives  address  these  ommissions, 

1..  Qn  individuals'  ,  rights  -  The  need  to  protect  s^itiien's  rights,  is 
the  American  way,  and  should  not  require  any  comments*  This  proposed  legis- 
lation is  discriminatory  in  favor  of  s  select  few  who  are  fortunate  enough 
to  fit  into  the  standards  compatible  with  community  residential  living.  It 
completely  ignores  those,  with  more  severe  problems  who  need  it  the  most. 
Would  you  allow  a  public  fire  department  to  protect  only  single  family  resi- 
dents and  deny  the  same  protection  to  persons  living  in  apartments?  of  course 
not.  Similarly  you  should  demand  the  same  support  and  assistance  to  all 
handicapped  persons'  regardless  of  where  they  reside  for  developmental  care. 
The  proposed  legislation  camouflages  this  discriminatory  act  by  establishing 
a  pitifully  inadequate  transition  time  ft**  wittfiny  assurance  the  proposed 
commitments  are  feasible.  It  is  shocking  that,  this  basic  principle  is  so 
blantantly  ignored. 

The  proponents  of  this  bill  state  their  objective  is  to  phase  out  all 
care  that  does  not  f^t  their  definition  of  community  living  facilities.  What 
makes  their  dif inition  right?  Beverly  Farm*  a  home  for  400  mentally  retarded, 
is  surrounded  "by  residential  homes,  with  no  barriers.  It  is  recognized  and 
receives  considerable  support  from  the  administration  and  the  citizens  of 
the  city  of  Godfrey,  Local  citizens  have  established  an  organization  titled, 
"Friends  of  Beverly  Farm",  which  has  contributed  much  in  time  and  monies  to 
make  Beverly  Farm  an  integral  part  of  the  community.  Volunteers  have  organized 
scout  troops,  churches  offer  choir  training  and  bell  ringing,  etc.  In  parti- 
cular this  selfless  spontaneous  response  provides  opportunities  for  the 
handicapped  to  associate  with  non-disabled  persons  in  a  relaxed  environment 
without  frustrations  or  pressures,  At  the  same  time  it  contributes  to  perso- 
nal interactions  with  their  friends,  when  you  see  the  happy  faces,  how  can 
anyone  say\8  to  10  is  better?  It  is  doubtful  if  fragmented  and  dispersed 
homes  could  produce  the  same  high  degree  of  collective  community  awareness 
and  support,  \^  ^  ^  

— -^fr-prop6T6T7t'B~oP'this  bill  presumeXall  large  health  care  facilities 
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are  bad ,  and  small  units  are  good.  We  challenge  this  statement.  It  is  no 
more  logical  than  stating  all  tall  people  are  bad  and  short  people  are  good, 
so  let's  get  rid  of  all  tall  people, 

2.  puality  developmental  care  for  all  -  The  majority  of  parents  of  the 

400  residents  at  Beverly  Farm  can  assure  you  from  persona,! .jftxperienco-,— thefc  

of tor.oxaminiw^the-r^^  they  decided  on  Beverly 

Farm  for  the  care  of  their  loved  one,  not  because  of  the  size,  but  because 
of  the  type  of  Cire,  and  the  opportunities  offered  to  develop  his  or  her 
personality.  The  programs  offered  are  so  varied,  that  each  resident  partici- 
pates regardless  of  degree  of  handicap  or  age,  Currently  the  age  varies  from 
5  to  85.  They  actively  participate  daily  in  programs  focused  on  his  or  her 
needs.  What  he  does  rather  than  what  he  lacks, 

Beverly  Farm  provides  therapy,  medical  care,  psychological,  speech, 
recreation,  vocational  training  etc.  None  of  which  can  be  provided  in  small 
facilities  of  8  to  10,  It  is  too  appalling  to  imagine  that  the  government 
would  propose  phasing  out  this  facility  that  offers  so  much  in  development 
and  loving  compassionate  care. 

The  subject  of  what  is  best  for  growth  and  development  of  the  retarded 
has  been  studied  by  experts  with  varing  conclusions  and  opinions.  These  have 
frequently  changed  when  theory  is  applied  in  actual  practice,  We  will  continue 
to  have  this  pattern  repeated  as  we  progress  to  better  care.  It  is  pointed  out 
that  larger  social  groups  offer  more  flexibility  than  smaj.1  facilities,  in 
implementing  new  developmental  programs  and  discarding  those  that  prove  to  not 
haye,  merit  or  benefits, 

Beverly  Farm,  founded  in  1897,  has  proven  its  excellency  by  surviving 
these  87  years  when  it  has  always  been  a  matter  of  choice «  This  is  contrary 
to  the  proposed  legislation  that  can  only  advance  the  community  residential 
facilities  by  eliminating  all  other  choices.  This  concept  is  so  discriminatory 
and  dangerous  we  do  not  believe  this  proposed  legislation  can  even  be  used  as 
a  framework-  for  discussions  in  providing  better  care  to  the  retarded, 

3.  Safe  i,physicalr  care  -  I  mention  this  important  criteria  because  it  is 
not  normally  available  in  small  residential  homes,  such  as,  fire  protection, 
freedom  of  barriers,  and  health  services,  in  Beverly  Farm  and  larger  facilities 
these  safe  guards  are  the  norm.  Sprinkler  systems  meet  NFPA  codes,  doors  and 
corridors  are  extra  wide  to  accommodate  those  with  low  or  even  no  mobility,, 
side  walks  are  wider,  easy  access  to  all  buildings,  etc. 

In  addition  Beverly  Farm  has  a  comprehensive  health  service  program 
including,'  a  Medical  Director,  highly  qualified  nursing  staff,  physical  and 

speech  therapy,  and  dental  care.  Ml  on  the  campus.  The  cost  of  similar  

,pJbyaicaJU protection  -and-health  *caTe  in " amalT'unlts"*' becomes'  excess!  ve ly 
expensive. 

4.  Permanency  -  The  major  concern  of  all  parents  of  retarded  children  is 
"how  will  their  loved  ones  be  cared  for  after  they  are  gone"?  Beverly  Farm 
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"has  provided  a  permanent  home  Cor  the  retarded  for  over  8?  years.  Three 
.wars  ago  r  resident  passed  .away  that  came  to  Beverly  Farm  in  1897.  We 
currently  have  40  residents  who  no  longer  have  living  relatives.  This. is 
!•  >t  only  comforting  to  the  parents,  but  is  essential  to  the  residents,  who 
V.ave  developed  a  companionship  of  like  individuals. 

The  Nashville  Tennessean  newspaper  on  February  5,  1984  carried  a 
feature  story  on  a  couple  who  became  foster  parents  to  four  retarded 
children  when  a  Community  home  closed  because  of  "funding  problems" , 
Larger  facilities  with  a  broader  base  of  support  are  more  stable  and  less 
apt  to  close  at  t^he  drop  of  a  hat. 

Even  with  adequate  funding  can  you  be  assured  community  acceptance  will 
let  you  achieve  high  quality  residential  environments.  It  is  inconceivable 
that  anyone  would  phase  out  an  existing  high  quality  facility  until  this  pro- 
blem has  been  resolved.  The  possibility  of  ending  up' with  no  provision  for 
thousands  is  real , 

5.  Affordable  -  We  must  face  reality  and  constraints  imposed  by  the  limits 
of  monies  available  regardless  of  the  source.  Rather  than  engage,  in  a  specula- 
tive dialogue  on  relative  costs  we  will  provide  you  with  the  actual  costs  at 
Beverly  'Farm,  You  cart  then  make  a  comparison  with  actual  costs  of  operating 
a  community  residential  facility  of  10  or  less,  being  sure  to  include  the  same 
support  costs  in  community  homes,  'offered  at  Beverly  Farm,  . 

In  the  first  place,  Beverl^Farm  faci'ities  valued  at  over  $7,000,000 
were  built  exclusively  with  private  funds,  We  are  just  completing  a  $l,20b0,000 
residential  building  with  monies  raised  by  parents'  sacrifices.  The  need  for. 
this  building  was  dictated  by  the  government  and  now  before  it  is  occupied, 
this  legislation  wants  to  close  it.  Not  because  of  the  quality  of  care  and 
equipment,  but  because  it  is  too  large. 

This  years  operating  budget  is  at  a  cost  of  $12,000  per  resident  per 
year  and  over  half -of  that  is  Privately  funded .  Stated  differently  the  average 
government  support  cost  is.  $6,000  per  resident  per  year.  Are  community  resi- 
dences costing  less?  Beverly  Farm's  costs  are  low  for  the  services,  programs,, 
and  care  offered  because  parents  take  an  active  personal  interest  in  the 
operation  and  they  assure  monies  are  only  spent  for  the  benefit  of  the  resident. 

The  National  Association  of  State  Mental  Retardation  Program  Directors \ 
( NASMRPD ) •  had  estimated  conservatively  that  the  initial  capital  investment  j 
would  be  $12  billion.  This  lesiglation  provides  zero  dollars.  That  is  tant-  ; 
amount  to  voluntarily  jumping  out  of  an  airplane  without^ls  parachute.  \ 

In  addition  is, this  bill  places  an  immediate  and  devastating  impact 
on  privately  supported  facilities.  Contribution  would  soon  cease  with  the 
enactment  of  the  Bill*  Contributors  would  rightly  conclude  needed  pfant  and. 
operation  support  would  be  without  purpose  for  a  facility  with  no  future. 

This  proposed  bill  has  no  provisions  for  funding  the  training  require- 
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ments,  added  coat  during  transition,  and  the  liat  goes  on.  It  is  obvioua 
that  the  bill  must  be  defeated.  We  are  dealing  with  live  people  and  we 
cannot  start  from  a  negative  position  by  destroying  one  part  of  the  system 
until  other  productive  alternatives  are  in  place.  s 

In  summary  this  proposal  Senate  Bill  2053  is  counter  productive  and 
wo  respectfully  request  that  you  defeat  this  unacceptable  bill. 

Sincerely, 


William  J.  Penly 
,  .  Vice  Chairman  of  the  Board 

Beverly  Farm  Foundation 

WjPipr 
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Rel     Senate  Bill  S.2Q53  *  • 

"Community  and  Family  Living  Amendment  of  1983" 
Hearing  date  February  27,1984 

Beverly  Farm  is  a  residential  home  for  mentally 
retarded.     It  ia  a  not-for-profit  corporation  located 
in  Godfrey,  Illinois.     It  ia  owned  and  operated  by  the 
parents  of  children  residing  there. 

Beverly  Farm  was  started  by  Dr.  and  Mrs.  William 
Smith  in  1897,     Their  son,  Dr.  Groves,  B,  Smith,  took  over 
management  of  the  Farm  in  1928.     Due  to  serious  illness, 
Dr.  Smith  sold  the  Farm  to  the  parents  in  1958m     The  Farm 
.  consisted  of  16  buildings  and  equipment.     The  parents  have 
since  added  10  new  buildings  at  a  cost  of  three  million 
dollars  financed  completely  within  the  Beverly0  Farm  family 
and  its  friends  via  contributions.     BeverlyFarm  has  no 
debt.  / 

it 

Dr.  Groves  Smith  described  Beverly  Farm  as  a  little 
world  within  the  larger  world,  where  competition  is  lessened 
the  parr  is  slower,  and  security  and' acceptance  are  felt  by 
each  child.     This  philosophy  has  been  carefully  nurtured  by 
the  parents. 

In  an  atmosphere  of  kindness,  patience,  and  loving 
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care  the  400  resident*  are  able  to  pursue  the  maximum  of 
their  abilities  without  the  frustration  of  being  forced 
to  try  to  perform  at  levels  beyond  their  measured  capabili- 
ties. 

Many  residents  are  severely  retarded  and  also  have- . 
multiple  physical  handicaps.     They  require  a  great  amount 
of  individual  care.     Beverly  Farm  has  been  the  home  of 
many  of  these  children  fcr  most  of  their  lives.  Many 
residents  are  higher  functioning  and  a  broad  range  of 
programs  offers  them  opportunities  for  growth  and  develop- 
ment. 

Beverly  Farm  has  an  "Open  Door"  policy  where  visits 
are  encouraged  at, any  time.     The  campus  setting  permits 
freedom  of  movement  for  all  residents.     Activities  include 
baseball,  bowling,  Special  Olympics,  visits  by  bus  to  the 
zoo,  amusement  parks,  band  concerts,  circus,  and  municipal 
opera.     Birthdays  and  holidays  are  celebrated  as  special 
occasions. 

The  great  relationship  between  residents,  parents, 
and  house  mothers,  freedom  of  discussion,  and  lack  of 
regimentation,  provide  a  peace  of  mind  to  parents  and  a 
home  with  a  spirit  of  love  for  our  children. 

Senate  Bill  S.20S3  would  completely  destroy  Beverly 

farm. 
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Many  years  of  hard  work,  dedication,  sacrifice! 
and  love  havo  gone  into  the  development  of  thin  home. 
Please  don1 t  destroy  something  that  is  good  and  has  a 
long  proven  record  by  substituting  something  that  is 
going  to  be  more  costly,  wore  difficult,  to  monitor,  has 
not  been  proven  as  realistic  on  this  scale,  and  can  not 
possibly  offer  the  services  offered  by  Beverly  Farm, 


Moving  these  residents  from  their  'home,  separating 
them  from  friends  of  many  years  and  completely  uprooting 
their  relationship  with  the  people  wjio  have  been  caring 

for  them  for  most  of  their  lives  can  have  a  devastating 

s       .    .  *\ 

effect  on  their  lives.  Please  do  not  permit  this  to  \ 
happen,  • 


Your  opposition  to  Senate  Bill  8,2053  is  respect- 
fully  requested. 

Sincerely i 


William  R,  Black 


Chairman  of  the  Board 
Beverly  Farm  * 

(Father  of  a  mentally  retarded 
son,  David  Black  of  Beverly  Farm) 
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STATE   OF  CONNECTICUT 

DEPARTMENT  OF  MENTAL  RETARDATION 
GOVERNOR'S  COUNCIL'  ON  M.ENTAL  RETARDATION 

><  ■ 

March012,  i$Bk 
*\ 

Roderick,  A.  DeArment,  Chief  Counsel 
Senate  Committee  on  Finance 
Room  221 

Senate  Dlrkson  Office  Building 
Woshlngton  O.C.  20510 

Oear  Mr.  DeArment i 

The  following  represents  TESTIMONY  OF  THE  CONNECTICUT  COUNCIL  ON 
MENTAL  RETARDATION  ON  S  20$)  -  COMMUNITY  AND  FAMILY  LI VI M  AMENDMENTS 
OF  19*3. 

The  Connecticut  Council  on  Mental  Retardation  is  an.  1 1  member  body? 
appointed  by  the  Governor  to  aqvise  the  State  Commissioner  of  Mental  Retarda 
tion  and  to  recommend  legislation  to  the  Governor  and  General  Assembly. 

*  f 

This  Council  applauds  any  and  all  Congressional  efforts  to  extend 

Medicaid  reimbursement  to  a  wide  array  of  community  based  services  and 
residential  programs  for  severely  handicapped  persons.    We  recognize  the 
serious  Inequities  In  federal  funding  of  programs  for  mentally  retarded 
people,  with  funding  much  more  easily  available  to  Institutional  programs 
than  It  Is  for  community-based  residential  facilities  and  programs.  How- 
ever* we  oppose  S  2053 »       current ty^wr I t ten,  because  It  goes  too  far. 
More  specifically,  we  oppose  the  withdrawal  of  Medicaid  reimbursement 
of  larger  residential'  facilities.    We  do  so  for  three  reasons: 

1)  '- It  Is  sheer  folly  to  eliminate  the  existing  system  of  reimbursement 

to  larger  facilities  In  order  to  "encourage"  states  to  provide 
services  In  the  community.    Why  not  simply  provide  what  hasn't 
existed,  up  to  this  timet  Medicaid  system  that  pays  for  community.— 
based  services?    State's  don't  have  to  be  forced  to  develop  com- 
munity services  with  Medicaid  funds.    They  need  only  be  enabled 
to  do  so.. 

2)  This  bill  chl  Ms  state  Investment  In  federal  programs  by  punishing 
those, states  who  have  made  good  faith  investments  In  the  current 
Medicaid  system. 

What  a  message  the  Chafee  bill  sends!  "Tough  luck,"  It  says, 
"Too  bad  that  you  invested  heavily  In  physical  plan  Improvements 
In  order  to  qualify  for  our  old 'passe  Medicaid  .reimbursement 
system.    No  matter  that  It  was  the  only  program  option  available 

  at  the  time.    Too  bad  we  haven't  fully  amortized  your  capital 

expenditures  like  we  promised.    The  rules  of  the  game  haVe 
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changed  now.    We  don't  like  those  big  facilities  anyijpre. 
If  you  want  federal  funding  you'll'  have  to  replace  them  with 
'   the  latest  Congressional  gimmick  -  the  family  size  community 
residence.    Will  we  change  our  minds  again  a  few  years  down 
\  the  road?  Probably  not,  but  only  time  will  tell.11 

*  })    There  Is  little,  If  any,  empirical  evidence  that  AM  severely 

disabled  persons  would  be 'better  seryed  In  small  communl ty  facl 1 1 1 1 
It  would  b.e  highly  Irresponsible  for  Congress  to  eliminate  funding 
of  a  wide  range  of  Residential  alternatives  for  those  who  would 
benefit  from  theto  In  order  to  support  the  group  home  rhetoric. 

Essentially,  th*  proponents  of  this  bill  seek  to  eliminate  funding 
from  Institutions  Because  they  feel  that  Institutions  are  utilized 
too  heavily.    But  the  net  result  of  their  proposal  would  be  overuse 
of  small  community  facilities.    Group  homes  aren't  for  everyone 
either.  •  ^ 

r 

A  better,  more  rational,  solution  would  be  to  provide  for  reimbursement 
of  a  wide  range  of  residential  programs,  but  to  require  and  fund 
f      a  state  screen  I ng ■ and  monitoring  system  to  ensure  that  clients  , 
~~  receive  only  that  level  of  care  which  their  needs  dictate.  Funding 

would  be  contingent  upon  appropriate  placement  which  could  be 
neither  too  restrictive  or  too  unstructured.    This  system,  too, 
would  have  to  be  phasejl  In  as  the  proper  mix  of  alternatives 
for  Individuals  has  not  yet  been  completely  developed  In  most 
or  al I  states .  % 

•* 

'In  summary ,  the  Counci  l  on  Mental  Retardation  believes  that  the  com** 
muntty  focus  of  S  2053  I*  laudable  but  the  bill  goes  much  further  than 
Is  necessary  or  wise  If  Its  goal  Is  to  Increase  community  service  options 
for  severely  handicapped  persons.  .  The  amendments  should  be  redrafted 
,to  create  fiscal  InCcnt Ives  for  states  to  develop  community-based  programs. 
—  Given  such  Incentives,  we  are  certain  that  states  will  accelerate  that 

already  established  trend  toward  development  of  smaller  home  like' res  I  dent  I al 
options  and  services  at  the  local  level.    And  states  will  also  make  use4 
of  any  ava I  lab le-  funds  to  develop  services  to  support  families  In  caring 
for  their  disabled  members  andvto  permit  handicapped  persons  to  live  as  • 
Independently  as  possible. 

■  .  / 

We  support  the  Inclusion  of  state  screening  processes  to  ensure  appro- 
priate placement  and  of  close  federal  monitoring  of  state  use  of -Medicaid 
funds  under  this  program.    But  we  vehemently  oppose  the  statutory  dl senf rach I se- 
ment  of  thousands  of  people  In  larger1  facilities  iKrhlch  Is  threatened  by 
the  current  fhafee  amendments.    It  Is  not  wise,  It  Is  not  human,  and  It 
Is  not  necessary.  c  t  A 

o 

'  ■  *' 

S Incere ly , 

Herbert  Baral \ ,  Chairman 

Governor's  Council  on  Rental  Retardation 

H0:C:eac 

cc:  Councl I  members 
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January  30.  1  ,)fV* 


Mr.  Koddriok  DnArmont 

Chtaf  Coqnnl  and  Staff  Director,  Committee  on  Finance 
P.  S.  Senate,  Room  SD  219 
Washington,  D.  C.  20S10 

Roi  PronoiwH  Bill  *  S20r)3  "Community  and  Family  Living  Amendments  of  19Q3H 
Dea**  Mr.  !>*Atw»ntt  ■ 


I  would  like  to  fovpn  rooord^es  belnp  opposod  to  the  above  bill.    My  brother 
Jimmy  cannot  survivo  If  the  above  bill  becomes  law!    Currently,  Jimmy,  almost  hZ  years 
of  a?e,  renldos  in  Wisconein's  excellent  Central  Center  for  the  DevelopmentaVly 
Disabled  in  Uadlson.    Ho  has  been  there  for  almost  ?M  years. ^  _  ?^ior_to Jbftlnc^. ^ — 
i  nsH  tutAanallggd^  -  he  liv*d  at-home-— -wlttr  lwtnT,~dTr\ng~paWnts7  2  sisters,  knd  a 
brother  -  in  the  community*    He  was  institutionalised  because  as  we  all  got  older, 
ismcially  our  parents,  it  became  terrifyingly  apparent  that  we  as  a  "family  andWie 
community  as  a  wnole,  could  not  continue  to  oare  for  him  properly.  '  \ 

Wh'ilo  we  wore  crowing  up,  there  were  many  things  we  could  not  do  beoause  thew 
w«re  no  facilities  for  Jimmy,  many  places  w*'  could  not  go  because  Jimmy  was  not  \ 
"allownd."    There  wore  no  ramps  for  Ms  wheelchair  to  enable  his  passage  into  build- 
ings -  wfiethor  tiho  buildings,  were  .tha.-4oatoras-off4«er-tlentistv'ff"dfflcet  stores, 'movies, 
anyt/hVnV.  ""ff  wn  did  manag"  to  lift  his  chaiv  into  any  place,  he  was  freouently  subl 
>nted  to  stares  and  very  cruel  remarks.    Now,  more  than  25  years  later,  and  as  a 
mother  of  '*  healthy,  normal,  active  children,  I  can  appreciate  the  monumental  task 
my  paronts^had  1n  providing  care  for  my  brother.    I  also  realize  that  communities  (ind 
people)  today  are  not  prepared  to  provide  oare  and  facilities  for  citiaens  like  my 
brother  any  more  than  thev  were  then, 

The  knowledgn  that  he  is  well  cared  for  and  would  be  well  cared  for  until  his 
death,  made  his  institutionalization  bearable  for  our  whole  family,    This  proposed  bill 
has  destroyed  this  knowledge (and  created  confusion  and  muoh  consternation  -  not  only  • 
in  my  famllv,  but,  in  other  families  with  relatives  in  similar  situations  across  the 
country.  \  -'  / 

Jimmy  oanno^t  sit  up,  walk,  talk,  or  oare  f^r  himself  in  anjr  way.    But  he  does/ 
enjoy  his  life  at  the  Conter  tremendously,    The  Center  providos  this  enjoyment  -  the 
dailv,  constant  stimulation  of  lots  of  people  and  their  activities  would  cease  if  ne 
were  subjected  to  "community  living."    Jimmy  is  in  a  ward  with  15  other  residents  /with 
simitar  afflictions.    Tn  addition  to  the  aides,  a  nurse  is  on  duty  24  hours  a  dayi  A 
doctor  is  always  available  2'*  hours  a  day.    This  particular  institution  consists /of 
10  buildings  interconnected  by  wide  underground  tunnels;    Thesie  tunnels  onable  residents 
to  move  or  bo  moved  for  various  activities  In  safety.    There  is  air  conditioning!  floors 
are  heated  allowing  residents  to  lay  down,  crawl  or  roll  about  on  special  cartel  there 
is  a  well  oquJpped  hospital |  there  is  a  Braces  Shop-very  necessary  for  repairs/  modifi- 
cations, etc.  to  special  wheelchairs  and  other  equipment  so  residents  with  atrophied 
■limbs  can  tolerate  sitting  positions  for  several,  hours,    All  these  services  a/-e  right 
the  re- on  the  premises-  where  they  are  needed  and  used  -  not  spread  out  over  miles  in 
many  different  directions  as  in  the  community.    A  move  back  into  the  community  would 
rreatlv  disrupt  and  dlsturh  Jimmy's  happy  life  and  In  all  probability  -  shorten  it 
considerably.  / 

T  thoroughly  agree  that  some  retarded  belong  in  the  community  -  but  not  all. 
WOT  EMPHATICALLY  MOT  ALU    And  those  that  are  in  the  community  need  a  vert  well 
educated  community  -  not  In  the  academic  sense,  but  in  the  sense  that  the /community 
is  awar*  of  the  special  needs  of  these  special  people.    This  proposed  bil/l,  If  enacted, 
will  undoubtedly  go  the  way  of  the  Foster  Care  program,  people  will  volunteer,  strictly 
for  the  money,    Our  country's  existing  social  and  law  enforcement  agencies  (at  any  level 
federal,  state,  local)  cannot  effectively  police  that  program  and  provide  a  safe  environ* 
mont  for  "normal"  citizens,  how  can  they  be  expected  to  effectively  police  a  program  for 
the  retarded,    Exploitation  at  its  worst  will  be  the  name  of  the  game/. 
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I  ask  that  your  committee  investigate  and  understand  the  plirht  of  the  profoundly 
through  the  wildly  mentally  retarded  much  more  thoroughly  before  takinr  any  further 
action  on  this  bill.    Investigate  the  "burn  out"  rate  of  doctors,  nurses,  sides,  and 
others  who  work  with  these  people.    It  is  the  highest  bum  out  rate  known.  Investigate 
too,  the  oost  of  moving  them  into  the  community.    Many  new  housing  units  will  have  to 
be  constructed.    In  order  to  convert  existing  houses  to  suit  their  needs,  many  expensive 
modifications  will  bo  needed  on  each  dwelling •    The  cost  will  be  stag^erim?.    The  atrain 
on  the  existing  community  services  and  to  the  taxpayer,  whose  taxes  (federal,  state,  and 
local)  will  rise  appreciably  in  order  to  pay  for  the  training  and  salaries  of  the 
additional  personnel  that,  will  be  neoegsary*    And  what  beocmeB  of  the  existing  facilities- 
that  our  tax  dollars  have  already  paid  for?  'Please  investigate  the  futum  of  these  eupty. 
buildings  that  cover  aores  in  each  stated.  Will  the  buildings  be  "demolished  and  the 
aoraege  used?    In  what  way,  by  whom,  at  whose  expense,  at  whose  profit? 

Please  visit  several  different  states  institutions  for  the  mentally  retarded.  Some 
states  nave  vary  poor  facilities  Indeed.    But  on  the  other  hand,  state3  like  Wisconsin, 
Michigan,  and  Minnesota  have  excellent  facilities  and  should  not  be  closed  down,  federal 
funding  limited,  or  penalited.  in  any  way  because  of  the  poor  administrations  and/or  lack 
of  state  funding  in  other  states.    Institutions,  like  people,  should  be  Judged  on  their 
individual  merits  or  fcutta. 

This  bill. denies  the  i-etarded  an*i/or  handicapped,  their  parents  and/or  puat'dians, 
,.,_£  he  choice  of  institutional  ~or~  Community' Yiving.    This  bill 'forces  all  back  into  tho 
community  whether  tney  want  it  or  not,  whether  to  their  benefit  or  not,  and  whether  to 
the  community's  benefit  or  not.    A  very  large  portion  of  our  tax  dollars  are  presently 
appropriated  to  social  velfare  programs.    Muoh  of  this  roes  towards  assistance  (in  some 
form)  for  thoce  who  are  physically  ■>«]  mentally  able  to  care  for  themselves.    It  appears 
to  me  that  perhaps  a  better  tarpst  for  funding  outs  can  be  found,  while  we  as  a  society 
continue  to  support  and  provide  for  the  truly  needy. 

*  t 
'  Sincerely, 


Gail  W.  iWhillo 
RR  #5.  Aox  W,  Rt,  37 
Kew  Fairfield,  CT  .(tfftlZ 
(203)  7^-9867 
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STATEMENT 

or 

DIXON  ASSOCIATION  FOR  RETARDED  CITIZENS 
IN  OPPOSITION  TO- 
UNITED  STATES  SENATE  BILL  2053 
SUBMITTED  TO  / 
SENATE  FINANCE  COMMITTEE 
SUBCOMMITTEE  ON  HEALTH 


// 

.By  way  of  introduction,  DARC  is  a  non-profit  organization// 

composed  of  parents,  relatives,  guardians  and  friends  of/ 

If 

residents  of  the  Dixon  Developmental  Center,     Our  organization 

*    "      \  7 

is  3U  years  old  and  has  as  its  primary  purpose  promoting  the 
general  welfare  of  the  mentally  retarded,  wherever  1:hey  may  be 
and  particularly  those  multiple  handicapped  at  the/ Dixon 
Developmental  Center, 


The  Dixon  Developmental  Center  is  located  in  Dix^iH^^TTnois , 
a  community  of  approximately  16,000  persons  and,  as  you  know, 
the  hometown  of  President  Reagan.     The  current  population  of 
the  Dixon  Developmental  Center  consists  of  109  multiple 
handicapped,  developmen1?ally  disabled  individuals,  the  younges 
of  which  is  seventeen  years  of  age. 


The  following  chart  summarizes  the  multiple  handicaps  which 
S 

are  encountered  by  this  population  of  109  resident's  at  the 


Dixon  Developmental  Cents;* 

/. 

/ 

/ 


\ 
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•ill? '.  *li£  Jj^il 
7  3  3G  10  9 
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'  13 


22 


11 
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AUTISM 


Mild  or 

Moderate  Severe 


HEARlNCi  IMPAIRMENT 

Hard-of  ' 
tloctrinp         Pea  f 

60'  15 


SEIZURE  DISORDERS 
Not 

Control  led  Controlled 


IB 


13 


CEREBRAL-  PALSY 

Mild    Moderate    Seve re 
1M  7  0 


frlSION  IMPAIRMENT 


"Tmpaired 

6  . 


Blind 
30 


OTHER 

Normal 
Intel . 


The  dominant   group  i     this  multip2e  handicapped  Getting  are  the 
deaf,  Ml  r^u  Mont  s ,  and  the  deaf-blind,  2  8  residents.  However, 
what  is  Important  ifj  t>\e  recognition  that  each  of  these  individuals 
rum,  ti\  a  minimum,  two  handjjcapjj ,  of  which  severe  mental  retardation  is 
just  one.     In  essence,  you  are  dealing  with  the  severely  retarded 
multiple  handicapped,  deve lopme'ntally  disabled. 


< 


Our  purpose' here  today  is    .>  give  tentimony  opposing  Somite  Bill 
?0!j3.     Upon  review  of  Senate  Dill  2.0&3,'onc  drawn  the  concluriidn 
that  it  is  dedicated  to  ultimately  closing  down  all  state  and 
private  .institutions  for  the  mentally  retarded  having  more  than 
ton  individuals.     fn  thin  regard,  wo  quote  Senator  Dave  Durenberger: 
"8.   20[>3  would  neck  to  provide  more  individualized  services  for 
the  severely  disabled  by  shifting  federal  medicaid  funds  from 
institutions  for  the  disabled,  primarily  intermediate  care 
facilities  (TCF's)  and  ICF's  for  the  mentally  retarded,  to 
community- bane d  settings.  11    While  this  may  be  a  desired  effect  by 
some,  without  medicaid  funds,. any  institutional  facility  for  the 
mentally  retarded  could  only  provide  custodial  care  and  none  of 
the  programs  thai   arc*  necessary  for  the  well-being  of  their 
residents.     In  effect,  these  institutions  become  warehouses  and 
set   back  to  the  Vtiddle-Ages  the  cause  of  thfc  mentally  retarded. 

Thc»  Dixon  Association  for  Retarded  Citizens  has  not  opposed  the 
moving  of  residents  into  "Conujpnity  Facilities,"  but  has  been 
insistent  that  these  facilities  provide  the  appropriate  programmatic 
and  hab  i  li  t  at.  ive  needs  of  'the  resident.     However,  experience  .has 
dfmorrjtr  ile-d  that  those  who  are  able  to  function  in  "Community 
Facilities"  are  the  mildly  retarded.     Further,  these  facilities 
are  programmed,  designed  and  staffed  to  meet  the  needs  of  such 
individuals.     In  the  case  of  the  more  severely  retarded  multiple 
handicapped ,   the  experience  is  different". 


\ 
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V.'ht*n  Governor  Thompson 9  In  tlanuory  of  198?,  announced  the-  conversion 
o£  the, Dixon  Developmental  Center  (DDC)  into  a  prison,  the  Illinois 
Association  for  Retarded  Citizens,  through  its  directors,  attempted 
to  assure  the  parents  at  DDC  that  there  were  one  thousand  beds 
available  in  the  community  to  take  care  of  the  residents.  Many 
parents  of  DDC  residents  were  not  impressed  with  these  pronouncements 
and  turned  to  the  courts  far  assistance. 

The' end  result  of  the  legal  maneuverings  was  that  the  Department 
of  Mental  Health  and  Developmental  Disabilities  recognized  its 
responsibilities  in  this  matter  and  implemented  a  process  which 
ensured  that  the  retarded  multiple  handicapped  residing  at  Dixon, 
except  for  the  deaf,  deaf-blind,  and  a  few  other  severely  retarded 
multiple  handicapped,  were  placed  in  appropriate  settings  which  met 
their  programmatic  and  habilitative  requirements.  Respectfully, 
we  point  out  to  this  Senate  Committee  that  of  the  approximately 
seven  hundred  residents  transferred,  only  twenty-five,  were  able 
to  be  placed  in  "Community  Facilities,"  or  approximately  3.5  percent; 
the  remaining  were  moved  to  other  state  facilities. 

This  case  alone  demonstrates  the  inability  of  "Community*  Facilities" 
to  meet  the  programmatic  and  habilitative  needs  of  the  retarded 
ultiple  handicapped.     The  Association  for  Retarded  Citizens  > 
(National)  and  Illinois  Association  for  Retarded  Citizens  do  not  seem  to 
recognize  arid  appear  determined  to  ignore  the  fact  that  community 
living  facilities  do  not  meet  the  needs  of  a  substantial  number  of  the 
retarded  multipln  handicapped.     The  facts  point  out  that  these  people 
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need  a  highly  UmiiumI  r.tai  i  and  dynamic  programs  v.'ithin  a 
protective ^setting.     At  this  point,  and  with  all  due  respect 


tu  the  parties  involved,  we  must  point  out  that  in  this  most 
serious  matter  the  Association  for  Retarded  Citizens  (National), 
one  of  the  driving  forces  behind  this  bill,  does  not  speak  for  us 
nor  for  an  overwhelming  number  of  the  multiple  handicapped, 
dcvelopmontally  disabled. 

One  of  the  outstanding  areas  of  the  Dixon  Development  1  Center 
'was  the  development  of  a  program  for  the  deaf  and  deaf -blind 
retarded.    This  program  had  gained  national  attention  and  had 
been  looked  upon  by  others  as  a  model  program.     When  Governor 
Thompson  fttvo  his  statement  on  the  conversion  of  the  Dixon 
Developmental  Center  into  a  prison,  he  also  noted  the  unique 
qualities  of  this  program  and  announced  that  it  would  remain 
in. Dixon  and  be  housed  in  a  new  facility. 

The  decision  of  Governor  Thompson  to  retain  this  specialized 
population  at  Dixon  was  based  on  the  multiple  needs  of  the 
severly  and  profoundly,  deve lopmentally  disabled  deaf  and 
deaf-blind  individuals  currently  residing  at  this  facility 
for  whom  there  ,is  no  appropriate  alternative  residential 
placement . 
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At  the- present  time,  the  Department  of  Mental  Health  and 
Developmental  Disabilities  is  proceeding  with^the  development 
of' a  new  facility  in  Dixon  which  will  be  used  as  a  state  resource 
v\   in  developing  programs  for  the  deaf  and  deaf -blind  retarded.  This 
facility  will  be  bui?,t  on  a  lovely  16-acre  site  which  will  contain\ 
one  administration  building  and  seven  residences ,  each  complete 
with  dining,  recreational  and  specialized  training  rooms,  and 
eae) 


:h  housing  sixteen  persons.  * 


This  new  facility  is  specifically  designed  for  small  individualized 
groupings^  in  a  more  normalized  living  environment.     Since  these 
residential  buildings  are  clustered,  it  is  possible  to  maintain 
the  large  group  of  specialized  training  staff  who  are  necessary  to 
meet  the  needs  of  these  residents.     It,  would  have  been  economically 
prohibitive-  and  impossible  to  maintain  this  program  and  core  of 
highly  specialized  staff  had  the  housing  of  these  residents  been 
Goattcred  oyer  a  larger  geographical  area. 

When  the  conversion  of  the  Dixon  Developmental  Center  was  announced, 
the  State  of  Illinois  and  the  -American  Federation  of  State,'  County 
and  Municipal  Employees  Union  met  to  discuss  the  deaf  and  deaf-blind 
program.     These  meetings  resulted  in  retaining  the  specialized  sta£f, 
which  provided  direct  care  services  to  these  individuals,  outside  , 
the  normal  layoff  process  (last  hired  -  first  fired).    The  principles 
involved  in  this  decision  were  that  these  individuals  had,  had  years- 
of  specialized  training  and  experience  in  working  with  the  deaf  and 
deaf -blind,  severely  and  profoundly  mentally  retarded  individuals. 
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..Nowhere  else  in  the  state*  la  there  tiuch  a  concentration  of  staff 
wl\h  \hr-  '.specialized  education  and  dedication  to  meet  these  needs .  " 
This";  statf   training  not  only  includes  providing  basic  care  needs 
!'»;•■  the  severe      and  pro  roundly ,  development  "ally  disabled  individual, 
but.  also  !3pccia).is&c-d  training  in  manual  communication  for  the  deaf 
^rrt  deaf-blind,,  whi':h,   incidentally,  °all  the  staff  have.* 

/' 

Tho  Dixon  Developmental  Center,  in  a  residential  setting,  is  structured 
by  the  principles  of  normalization  and  provides  habilitative  training 
in  the  are  ay  of  self-help  skills,  maladaptive  behavior  reduction, 
communication  skills,  flross  and  fine  motor  skills,  socialization 
skill*;  and  independent   living  skills  within  a  protective  environment.- 
The  prntframr;  used  lor-  th,is  training  have  been  specifically  designed 

s  \ 

lor  use  with,  the  deaf  and  deaf-blind  impaired,  developmentally 

i 

disabled  population  and  have  been  refined  over  thq  course  of  several 

years.  . 

The  I- i x» >n  Developmental  Center  staff  responsible  for  the  provision  *  ' 

oi  habili.tative  services,  include  two  administrators  (with"  clinical 

i 

backgrounds  in  social  work  and  nursing),  a  psychologist,  a 

registered  nurse,  a  social  worker,  two  activity  therapists,  a  speech  \ 
pathologist,  an  audio legist  and  a  mental . health  specialist,  as  well  v 

as  a  specially  trained  and  highly  dedicated  group  of  mental  health 

': 

t  c  e  hn  i  e  i  a  n  s . 

# 

\ 
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In  addition,  Dixon  Developmental  Ccn)er  recipients,  where  appropriate, 
are  enrolled  in  programs  at  Krieder  Services,  Inc.,  a  CARE  accredited 
/organization,  in  the  areas  of  day  care,  work  activity  and  workshop 
programs,  thus  providing  a  coordinated  hierarchical  continuum  of 
habilitative  service. 

The  late  professor  of  psychology  Abraham  Mas  low  set  forth  what  he 
considered  five  levels  of  human  needs,  and  it  is  appropriate  Jkhat 
w«  examine  these  needs  and  how  they  are  fulfilled  at..t.he  Dixon 
Developmental  Center. 

Level  1:       PHYSIOLOGICAL  NEEDS  \ 
rxamplos ;     Hunger ,  Thirst,  Sleep ,  and  Waste  Elimination. 

The  deaf  and  deaf-blind  multiple  handicapped  need 
special  assistance  to  assure  that  these  needs  are 
met  -  these  needs  have  been  met  at  the  Dixon 
Developmental  Center  because  of  the  specialized 
training  given  the  staff  in  both  manual  communication 
and  sensitivity  to  the  problems  of  the  multiple 
handicapped  deaf  arid  deaf-blind. 

Level  2:      THE  NEED  FOR  SAFETY  AND  SECURITY  ■ 

—  —  —   7     1  " 

Examples.:    Safe  Shelter,  a  Sense  of  Home,  Security  from 
Physical  Threats  and  Loss  of  Property,  and 
Tamiliar  Surroundings^. 

The  deaf  and  deaf-blind  multiple  handicapped  would 
be  overwhelmed  in  an  urban  surrounding  -  yet  he  or 
she  can  al  train  this  level  within  the  protective 
setting  of  the  Dixon  Developmental  Center. 
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Level  3:      THE  NEED  FOR  LOVE  AND  EELONGINGNESS  ■ 
Examples :     Companionship,  the  Care  by  Others*,  Social 
Adaptation,  and  the  Caring  for  Others. 

The  deaf  and  deaf-blind  multiple  handicapped 
are  able  to  achieve  this  level  with  their  own 
peers,  and  staff  that  can  relate  to  their 
special  needs,  as  well  as  their  families. 
A  "Community  Facility"  could  not  provide  the 
interaction  of  a  homogeneous  group  nor  the 
specialized  staff  to  meet  these  needs  -  both 
of  which  «exiot  at  the  Dixon  Developmental  Center, 

Level  4:      THE  NEED  FOR  ESTEEtt 

i 

Examp le s :     Self -Respect  and  Personal  Adequacy. 

The  deaf  and  deaf-blind  multiple  handicapped  find 
this  in  workshop  programs  and" group  activities 
specifically  designed  to  meet  their  special 
*  requirement s#  -  these  programs  are  in  an  action 
mode  at  the  Dixon  Developmental  Center. 

In  the  heterogeneous  setting  most  likely  to 


be  found  in  a  "Conjmunity  Facility,"  it  would 
\ 

be  almost  impossible  to  find  equivalent  programs 
for  the  deaf  and  deaf-blind  multiple  handicapped. 
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Level  5:      thp  need  FOR  SELF-ACTUALIZATION 
Examples:    Accomplishment  of  Useful  Tasks;  e.g.,  Making 

One's  Bed,  Washing  One's  Clothes,  and  Brushing 

Of  Teeth. 

The  deaf  and  deaf-blind  multiple  handicapped 

can  learn  these  skills  in  a  collective  setting 

and  under  the  supervision  of  specially  trained 

personnel.     The  deaf  and  deaf-blind  multiple  ' 

handicapped  are  able  to  son^e  accomplishment 

when  performing  these  tasks  in  front  of  their 

own  peers.  .  The 'Dixon  Developmental  Center 

offers  the  setting  and  dedication  for  the 

fulfillment  of  this  level\ 
I 

Students  of  human  behavior  would  generally  agree  that  an  individual 
who  achieved  these  ;levels  of  human  needs.would  adjust  to  h/s  or  her 

setting  and  that  this  adjustment  will  be  even  greater  if/that 

individual  has  won'the  respect  of  his  or  her  peers. 

In  the  case  of  the  deaf,  deaf-blind  and  other  severe^  retarded 
•   multiple  handicapped,  their  peers  are  Bimilarly  low/incident 
handicapped  -  not  us.  ! 

In  conclusion,  the  passage  of  Senate  Bill  2053  would  destroy  this  ' 
tremendous  program  and  obliterate  whatever  progress  these  individuals 
may  have  made  1  oward  attaining  their  dignity. 

Therefore,  we   >££pje  passage  of  Senate  Bill  2053. 


Thank  you. 


Nicholas  J.  De  Leonardis ,  President 
DiSon  Association  for  Retarded  Catxzens 
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\STATEMENT  OP  LEONA  FIALKOWSKI 
\    ■  IN  SUPPORT  OF  S.205  3 


^  I  am  Leona  Fialkowski  of  5113  James  Street ,  Phi ladelphia . 

I  wish  to  have  my  statement  in  support  of  S.2053  made  part  of 
J:he  record  of  the  Hearings  ft^ld  on  S.2053,  the  Community  and 
Family  Living  Amendments  Act.  \ 

I  had  the  opportunity  to  attend  the  hearings  on  S.2053, 
and  listen  to  the  testimony  of  the  experts  and  professionals  on 
the. complex  issues  surrounding  services, for  disabled  and  retarded 
persons.     I  would-like  you  to  consider  as  well  the  views  of  par- 
ents, who  have  attempted  over  a  long  period  of  time/  to  secure 
appropriate  services  for  their  children-.     I  am  not  a  profes- 
sional, I  have  no  degrees  or  credentials,  but  from  my  life  ex- 
pedience I  believe  I  qualify  as  an  expert  in  parenting  and  the 
/  * 

Parent's  struygle  to  obtain  appropriate  service^.     I  am  60  years 
/old  and  with  my  husband,  now  retired,  have  brought  up  10  chil- 
dren.    Two  of  my  sons,  Walter  and  David,  are  severely  handicap- 
ped.    David',  age  22  who  is  still  at  home,  will  "graduate" 
high  school  next  year.     Walter,  age  32,  lives  nearbu^ln\ a.  com-  > 
munity  residence,  and  attends  a  workshop  ix^&tf^ast  Philadel- 
phia. y  ^ 

When  David  and  Walter  were" of  school  age,  there  was  no* 
public  school  for  them.     rfi  wanted  "education",  my  only  choice 
was  an  institution  far  from  home.     I  did  not  know  much  about  in- 
sti tut  ions  in  those  days,  but  T  did  know  b^at  I  did  not  want  my 
sons  separated  from  their  family.     With  no  public  school  services 
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available,  we  started  our  own  school,  for  children  with  severe 
handicaps.      Finally,  as  a  result  of  Court^a^tion  and  the  enact-  \ 
ment  of  federal  law  P.  L.  94-142,  David  and  Walter  were  accepted 
into  public  school. 

While  I#was  always  concerned  with  the  quality  of  education 
ror^niy^*sons7  as  "they  qrew  older  I  fully  realized  tha*:  the  equally 
important  question  was: "where  do  they  go  after  they  finish  school" 
£or  children  as  severely  handicapped  as  Walter  and  David,  the 
likely  answer  was  an  institution.     Throughout  my  years  of  advoca- 
tinq  for  my  children  and  working  with  parents  I  came  to  know  in- 
stitutions.    I  know  the  worst,  like  Pennhurst,  where  I  3erved  as 
a  parent  advocate  for  residents;  and  I  know  the  so-called  good 
institutions  such  as  Woodhaven,  where  I  serve,  on  the  Board  of 
Trustees.     Despite  all,  the  professional  debate  about  improving 
institutions,  it  takes  little  more  than  a  parent's  common  dense  to 
know  that  no  institution  is  a  substitute  for  hOTie  and  family.  Par- 
ents have  used  institutions  as  a  last  resort  because  there  are 
no  other  alternatives.  '  0 

,As  a  parent  who  has  struggled  to  keep  our  sons- in  the 
family  with  us,  and  as  a  taxpayer,  I  arn  angry  and  upset  when  f  * 
learn  that  my  federal  taxes  go  to  support  ICF  institutions  but 
not  for  in-home  support  or  community  services.     If  I  choose  to 
place  my  two  sons  in  Woodhaven,  an  ICF  institution  for  300  de- 
velopmuntally  disabled  persons-  in  Philadelphia,  it  would  cost 
at  current  ICF  Medicaid  rates  over  $180.00  a,  day  for  each,  or 
over  $131,000  a  year  for  both*    The  federal  government  would 
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pick  up  more  than  half  the  cost.     On  the  other  hand,   if  I  want 
to  keep  my  fairtily  together  an^  in  rthe  community,  I  and  other 
parents  must  make  do  on  our  own  and  be  continually  told,  "there 
is  no  money,  there  are  no  progxaBiS-^-only -waiting "lists'", 11  ""if' we 
could  have  just  a  fraction  of  what  the  federal  government  is  wil- 
ling to  spend. if  we  institutionalize  our  children,   local  commun- 
ities could  support  severely  handicapped  children  and  adults  at 
home  and  in  the  community,     My  sons  hre  now  young  men,  Many 
parents  of  younger  severely  handicapped  children,  who  thanks  to 
Cqngress  have  never  been  excluded  from  school  programs,  do  not 
realize  what  is  waiting  for  them  after  the  school  ysars.  if 
Cntujrotfe  does  not  enact  S.2053  or  similar  legislation,  the  fu- 
ture will  be  more  institutions,   separated  families,  and  a  waste 
of.  the  years  of   Investment  in  education  of  our  ' handicapped  young- 
sters. 

X  urge  you,not  to  let  S.2053  die,     If  there  are  problems 
with  the  bill,  correct  them;  but  do  not  abandon  those  families 
who  have  sacrificed  in  the  past  and  urgently  need  support  now. 

Thank  you  for  your  consideration  of  my  view.' 


\ 
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February  20,  1984 


To i    Mr.  Roderick  A.  De  Arment,  Chlfipf  Counsel 
Senate  Committee  on  Finance    Sw  219 
Dirksen  Office  "Bldg. 
Washington,  D .  C .  20510  x 

We  are  opposed  to  Senate  Bill  2053  which  discimi^ 
ates  against  profoundly  retarded  people  and  their  par? 
and  guardians  because:  (> 

1.      It  denies  them  the  right  to  select  the  most  normaliz- 
ing residential  services  ia  the  community. 
...2.      It  denies  states  such  as  Wisconsin,  which  have  supe* 
institutional  programs,  the  right  to  provide  a  continuum 
of  care  for  all  retarded  people. 
3.      It  denies  Medicaid  fundint  to  states,  such  as  Wisconsin, 
which  hav*  been  responsible  in  t.:e  use  of  that  money. 

In  collusion i    Between  us  we  have  had' 6?  years  of 
service  in  the  Milwaukee  Public. Schools  as  teachers  of 
special  and-academic  classes,  counselors  to  disadvantaged 
pupils,  and  as  administrators i    we  know  from  experience 
the  compassionate  and  educational  programs  available  tfi  the 
largest  number  of  retarded  people  in  the  community^ 

•  \ 

Sincerely  yo urs,        i  \ 


\ 


/ 

(    Mr.  and  Mrs.  Fred  C.  Gee  ) 
3/1-51  N.  Frederick  Avenue 
Milwaukee,  Wisconsin  53211 


% 
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1  am  Josephs  A.  Bellantl,  M.O.,  a  Professor  df  Pediatrics  and  Micro- 
biology at  Georgetown  University  School  of  MedlcAe.    For  the  oast  20 
years  1  have  been  engaged  In  research,  education  ahd  patient  care  ac- 
tivities related  to  children.    1  this  capacity  I  hale  provided  care  for 
hundreds  of  children  with  various  forms  of  chronic  Handicapping  condi- 
tions, Including  mental  retardation.    Many  of  these  Li dren  have  been 
referred  from  residential  Institutions,  such  as  GreaAoaks  facility  In 
Maryland,  which  have  provided  quality  care  to  yiese  children,  many  of 
whom  are  severely  and  profundly  mentally  retarded.    Included  within  this 
testimony  Is  a  basis  for  my  recommendation  to  the  Subcommittee  that  both 
residential  Institutions  and  community  facilities  are  needed  In  a  compre- 
hensive system  of  care  for  the  mentally  retarded.    The  following  Is  a 
summary  of  the  principal  points  Included  In  this  statement:  ' 


•      Changing  trends  of  placement  of  mentally  retarded  persons  from  pubj 


lie  Institutions  to  residential  placements  In  the  community. 


/ 


«      Medical  need  for  institutions  in  providing  caire  for  these  most/1' se- 
riously1 involved  -  a  need  which  cannot  be  met  by  residential  placets  In 
.  the  coninijnlty.  / 


division  or  aronoETowN  univi^tty  medical  ckntkk 
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•      Nerd  fur  d  'diversified  approach  of  care  for  the  mentally  retarded  In- 
volving alternative  facilities  for  the  mentally  retarded  In  response  to 
the  wide  spectrum  of  severity  of  mental  retardation  ranging  from  minimal 
Involvement  to  those  who  are  severely  and  profoundly  affected, 

+      Reduction  of  medical  and  related  services  for  mentally  retarded 

would  not  be  cost-effective. 

p 

C      The  record  of  community  ft  cl 1 1  ties  thus  far  Is  not  reassuring. 

*     W11)  group  homes  envisaged  by  S.  2053  fall  heir  to  the  Ills  of  the 
nursing  homes? 

v      "         •  \ 

«  Conclusion  -  the  need  for  diversification  of  health  care  facilities 
for  the  mental ly  Retarded,  * 
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1.      Background:    institution*!  and  community  oriented  residential 
facilities  for  the  Mentally  retarded  


In  1971,  a  Presidential  Statement  on  Mental  Retardation  established  a 

.goal  of  placing  one-third  of  some  200,000  mentally  retarded  persona  in  public 

institutions  in  residential  placement*  in  the  community*    The  goal  was  based 

on  public  recognition  that  large  numbers  of  persons  living  in  overcrowded 

conditions  in  underfinanced  public  institutions  might  be  better  able  to 

lead  richer  and  more  rewarding  lives  in  smaller  residential  settings  in 

the  community.    By  June  1979  the  number  In  such  Institutions  had  decreased 

to  about  140,000  and  in  1982  this  number  had  further  declined  to  about 

119,000.    At  the  same  time  the  number- of  mentally  retarded  persons  living 

in  community  based  residential  facilities  increased  from  about  600  facilities 

houoling  over  9,000  persons  to  nearly  5,000  facilities  housing  62,000  persons,  1/ 

While  this  goal  was  in  the  process  of  realization^  Congress  also 

recognized  the  basic  medical  reality  that  residential  institutions  will 

continue  to  be  needed  in  £he  spectrum  of  services  that  must  be  available 

for  t tie  mentally  retarded.     As  Senator  Allan  Cranston  noted  of  the  bill 

which  became  tho  Developmental  Disabilities  Act,  that  bill:  ° 

"***recognlze [d |  that  the  need  for  some  long-term  residential 
programs  will  remain.    The  blM  specifically  provides  that 
where  Institutional  programs  are  appropriate,  adequate  support 
should  be  planned  for  them  so  that  the  necessary  treatment  and 

P    Longitudinal  Study  of  Court-Ordered  Deinstitutionalization  of 
Penuhurst  Residents  (Dec.  15,  1983).     Federal  funding  helped  play  a  part: 
"Federal  housing  assistance  programs  can  be  successfully 
used  to  fund  many  of  the  types  of  housing  tn  the  community 
needed  by  mentally  disabled  persons.     Although  housing  assistance 
legislation  was  |  amended  In  19  74  to  nut  hcrlze  <iss  I  stance  to  mentally 
disabled  persons,  surprisingly  llt'lo  federally  funded  housing  has 
actually  been  exteivied  to  thin  population.     The  money  Is  available, 
however,  and  many  of  £he  roadblocks  which  have  traditionally 
prevented  Its  use  to  fund  needed  housing  for  disabled  persons 
gradually  are  being  removed." 
Yohalem,   "Federal  Housing  Programa  for  the  Mentally  Disabled,"  2  Pil  Legal 
Rights  of  Mentally  Disabled  Persons  1745  (  1979). 
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habliitation  program*  can  be  given  residential  pat>enta  to 
develop  their  full  potential."!/ 

2 •      A  medical  need  for  Institutions  for  those  most  seriously  involved 

Congressional  recognition  of  * the  continuing  role  that  institutions 

for  the  mentally  retarded  must  play  is  based  on  some  harsh  medical  facts. 

While  many  retarded  persons  are  endowed  with  the  good  health  that  may 

allow  them  to  function  well  in  the  community,  there  are  tens  of  thousands 

of'  others  who  regrettably  are  in  a  very  different  category.  Crippled, 

non-ambulatory,  se izuro-prone,  unable  to  feed  themselves  or  attend  to 

their  basic  needs,  blind,  deaf  and  without  language,  these  persons  are  in 

constant  need  of  medical  surveillance  and  attention.     It  is  a  tragic  fact 

that  among  a  substantial  proportion  of  the  mentally  retarded,  nature  has 

not  been  content  to  visit  only  a  single  handicap^upon  its  victims.  It 

has  all  too  often  struck  with  catastrophic  effect  and. plagued  these 

people  with  multiple  deficits.    These  occurrences  are  so  frequent  that 

careful  physicians  who  find  themselves  in  the  presence  of  one  handicap, 

whether  at  blrth/or  subsequently,  especially  if  manifested  in  severe  or 

profound  form,  will  routinely  search  for  a  syndrome  of  handicaps  and 

problems.    This  phenomenon  has  long  been  recognized  and  is  commonly 

reflected  in  surveys  of  the  handicapped  population. 

Now  the  innate  deficits  that  may  be  discovered  in  many  mentally 

retarded  persons  do  not  unfortunately  exhaust  the  catalogue  of  illness 

il  121  Cong.  Rec.  1652,0  ( 19 P*h 
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to  which  they  are  subject.    They  are  at  higher  risk  than  the  general  ■ 

population  to  the  ravages  of  infectious  diseases  as  well.    To  take  but 

one  example,  the  incidence  and  mortality  of  respiratory  disease  in^the 

retarded  is  higher  than  in  the  general  population  and  it  is  greater  in 

the  more  severely  retarded  than  in  the  less  retarded.    Of  all  causes  of 

death  .among  the  retarded,  respiratory  disease  has  been  documented 

as  the  most  frequent,  especially  in  the  profoundly. mentally  retarded. 

The  differences  between  the  death  rates  for  the  profoundly  mentally  * 

retarded  and  other  retarded  persona  in  compailson  to  those  rates  for 

the  U.S.  population  as  a  whole  are  especially  striking.    Thus  one  studyl/ 

disclosed  the  fallowing  comparisons: 

Age  -  standardised  death  rates/1000 

All  deaths  Reap,  deaths  Respiratory- 

specific  death 


Profoundly  mentally  retarded  40  27 

Other  mentally  retatded  -  15/9 
U  S'A-  9.5        /  0,4 


ratios 
66.7 
50.1 

.4,2 


The  study  noted  that  profound  retardation  was  at  particularly  out  standing 
risk  when  in  combination  with  eptleps^,  inability  to  ambulate,  and 
developmental  cranial  anomalies. 


il    Chancy,  Eynwiu.  Miller,  "Comparison  of  Respiratory  Mortality  :Cn  the 
Profoundly  Mentally  Retarded  and  in  the  Less  Retarded/'  23  Journ.  of  Mental 
Deficiency  I  (1979). 
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This  state  of  affairs  19  but;  one  indicium  of  the  need  of  a  substantial 

class  of  mentally  retarded  persona  for  a  medical ly  adequate  setting. 

3.      Recognition  of  the  need  for  a  diversified  approach  Involving 
alternative  facilities  for  the  mentally  retarded^  ^ 

It  has  long  been  recognised  by  professionals  and  others  concerned 

with  the  problems  of  the  mentally  retarded  and  other  developmental  ly 

ft^sttbledl/  that  these  labels  do  not  describe  a  single  homogeneous  class.  • 

Rather  they  apply  to  a  large  number  of  disparate  individuals  whose  needs  . 

require  a  spectrum  of  alternatives  rather  than  a  single  panacea,  however 

beguiling  Its  appeal.     Phillip  Roos,  a  former  Executive  Director  of  the 

National  Association  for  Retarded  Children  (now  Citizens),  has  written;2/ 

"***we  must  develop  alternative  plans  and  solutions,  resisting 
the  temptation  of  simplifying  life  by  selecting  a  single  answer 
to  a  problem.***" 

"If  we  are  to  capitalize  on  this  liberalizing  trend  in 
our  society,  we  must,  of  course,  expand  differentiated  service 
options  so  that  .select ion.  among  varied  desirable  alternatives 
is  indeed  possible.     Adequate  funding  is,  of  course,  essential. 
However,  It  is  .not  -sufficient.     Standards  and  regulations  which 
determine  funding  patterns  must  encourage  alternative  service 
models*    We  are  tempted  to  adopt  simplistic  answers  and  to 
encourage  simple  solutions  while  eliminating  options*  For 
Instance,  there  are  voices  raised  today  which  clamor  for  the 
complete  abolition  of  residential  institutions.    Based  on  the 
deplorable  conditions  currently  existing  in  many  institutions, 
the  temptation  is  indeed  great  to  ellmfnuite  this  possible 


if  The  terra  "developmental  disability"  is  defined  at  42  U.S.C.  §6001(7) 
and  Includes  mental  retardation,  cerebral  palsy,  epilepsy,  autism  and 
learning  disabilities. 

2/    Rons,  "MnntaHy  Retarded  Citizens:     Clinl  leuj'ps  for  the  1970's," 
23*"Syr/iruso  I.nw  Review  1059,   lOfiO,  lOfil,  LCM> *>  ( 19/2)- 
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alter  latlve.    Yet  this  solution  Is  simplistic  and  is  based  on 
emoti  >'n*l  rather  than  on  rational  grounds.     If  We  are  to 
capljjillze  on  diversification  we  need  to  expand  rather  than 


ftall  possible  alternative  solutions/ 

Elizabeth  M.  Boggs,  a  former  president  of  the  same  organization,  has 

also  stressed  the  need  for  a  mult ifaceted-  approach  toy  the  needs  of  the 

mentally  retarded: 

• "***Successf ul  societies  are  students  of  ergonomics;  they 
fit  the  habitat  to  the  inhabitants.     If  the  inhabitants  differ  . 
from  one  another,  then  so  should  the  habitats  and  even  the 
subcultures,  ethnic  or  otherwise.    In  an  era  of  divergent 
life  styles,  it  seems  particularly  Ironic  that  we  place  such 
stress  op  normalisation  for  the  retarded.    Somehow  the  gap 
between  public  policy  and  private  preferences  seems  great 
at  times.    Social  reforms  based  on  theoretical  constructs 
are  still  pursued  with  the  same  missionary  zeal  as  was  the 
eugenics  movement  in  times  past,"l/ 

The  need  for  a  diversity  of  approaches. that  is  stressed  by  both 

Mr.  Roos  and  firs.  Boggs  requires  recognition  that  the  needs  of  the  more 

medically  involved  retarded  roust  never  be  sacrificed  in  order  to  advance 

the  cause  of  those  more  advantaged  in  health. 

4.      Cost  savings  should  not  be  realized  by  reducing  medical *and 
related  services  

If  health  requirements  for  the  most  disadvantaged  among  the  retarded 

cannot  be  sacrlfled  to  Ideology,  should  they  be^acrif iced  .to  the  more 

mundane  concerns  of  cost?f  Advocates  of  wholesaleVleintttitutionallz^tion 

have  been  Joined  by  those  who  see  in  the  moveroe/T  the  possibility  of 

conserving  public  revenues.     A  number  of  studios  has  been  conducted  to 

ascertain  the  rusts  of  public  and  community  residential  facilities  but 

thoy  are  far  from  uniform  In  thutr  conclusions; 

IT  "Who  is  Putting  Whose  Mead  In  the  Sand  Or  in  the  Clouds  as  the  Case 
May  Be?"  in  Turnbuil  fi.  Turnbull,  Parerita  Speak  Out  51,  64.(1978). 
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"Over  tile,  past  riitcudp,  there  have  been  a  rumber  of  studies 
the  relative  costs  of  Institutional  and  community  residential 
programs  In  an  attempt  to  replace  these  presumptions  with  hard 
data.    Wleck  and  Brulninks  (1980)  provide  an  excellent  review 
of  such  studies.    The  results  of  these  and  more  recent  studies 
are  not  conclusive.    Some  researchers  indicate  lower  costs  for 
community  alternatives  (Murphy  and  Datel,  1976}  Touche  Ross  and 
Company,  1980;  Temple  University .  1982  ;  Ray,  Blessing,  Bradley 
and  McCausland,  1982  ;  Sullivan,  Bosworth,  and  Nurney,  1983); 
'  others  «r«  .unable  to  find  a  consistent  difference  In  costs  in 
favor  of  community  programs  or  institutional  programs  (Mayeda 
and  Wal,  197  5;  Jones  and  Jones,  1976;  Terapleman,  Gage,  and 
Fredrick*,  1982).    As  noted  by  Wleck  and  pruinlnks  (1980,  p.  17) 
"Opinions  about  the  costs  of  residential  services  abound,  while 
rigorous  studies  remain  difficult  to  design,  implement,  and 
'evaluate." If 

In. the  Wleck  and  Bruinlnks2/  study  Just  mentioned,  another  study  (by 

Mayeda  and  Wal)  is  summarized.    The  latter  provides  a  distressing  clue 

as  to  the  nature  of  the  savings  that  might  be  ascribed* to  an  exclusively 

communl ty  oriented  approach: 

"One  of  the  most  carefully  designed  studies  of  comparisons 
between  community  and  public  facilities  was  conducted  by  Mayeda 
and  Wal  (.1975).    The  model  they  employed  aggregated  costs  over 
slir  direct  variables  and  one,  indirect  cost  variable  including: 
a)  room  and  board,  b)  attendant  services,  c)  special  programs , 
d)  educational  programs,  f )  (support  services,  and  g)  general 
administrative  costs.     By  arialyzlng  budgets  of  state  hospitals 
and  regional  centers  In  California,  Florida,  and  Washington  for 
a  six-month  period  in  1974  and  1975,  Mayeda  and  Wal  were  able 
to  trace,  and  record  the  total  costs  for  services  provided  to 
4,284  community  and  institutional  residents.". 

The  clue  emerges  In  the  first  two  conclusions  <?f  the  Mayeda  and  Wal 

study: 

M***The  first  conclusion  of  this  study  was:  . 

The  cost  of  services  to  developmentally  disabled  persons 
In  state  hospitals  does  not  differ  significantly  from  the 
adjusted  true  costs  of  services  In  community  settings  provided^ 
both  groups  are  provided  with  a  full  array  of  needed  services. " 
(underscoring  supplied) 


T/     Longitudinal  Study  of  Court-Ordered  Deinstitutionalization  of 
Pennhurst  Residents  3  (dec.  15,  1983). 

21  Wleck  and  Brulninks,  "The  Cost  of  Public  and  Community  Residential 
Ca7e  for  Mentally  Retarded  People  In  the  U.S.  (1980).  ♦ 
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In  other  words,  if  needed  services  are  supplied  to  the  mentally  retarded, 
there  is  no  significant  cost  benefit  In  favor  of  a  community  getting. 
That  there  may,  In  fact,  be  a  cost  differential  arises  from  the  fact 
tnat  less  services  are  given  to  thoae  who  need  them  in  the  community 
facilities.     Nor  can  thlsbe  wholly  ascribed  to  tha  elimination  of 

4 

"unnecessary"  services  to  what  is  most  evidently  not  a  pampered 

popuia  tlon.  ■  , 

"The  authors  concluded; 

The  service  utilization  patterns  In  community  settings 
are  lower  than  utilization  patterns  of  services  in  state 
hospitals  due  partially  ^to  the  weaknesses  of  the  coordinating 
Interface  in  community  settings  and  differences  in  repayment 
criteria  and  policies."     (underscoring  supplied) 

In  short,  if  "savings"  are  to  be  derived 'from  a  diml'nishment  of  services 

that  were  until  recently  universally  recognized  as  Inadequate,  then  It  Is 

those  least  able,  to  defend  themselves  who  will  lose  out.  Predictably, 

these  will  not  be  the  more  highly  functioning  individuals  with  superior 

health.    The  loss  will  fall  disproportionately  on  those  In  precarious 

health  and  with  medical  complications.    The  result  is  foreseeable! 

With  every  decrease  in  medical  and  related  services  there  will  be  a 

parallel  increase  in  the  illness,  suffering  and  mortality  of  the 

severely  and  profoundly  retarded*  / 

5.      Community  facilities;    the  record  thus  far  Is,  not  reassuring 
This  brings  me  to  a  consideration  of  how  well  the  community 

e 

facilities  are  In  fact  working,  for  if  the  nation  were  to  decide  to 
phase  out  Its  public  residential  institutions  in  accordance  with  the 
mandate  of  8.  2053,  It  Is  these  facilities  that  would  form  the  bulwark 
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and  standard  of  the  new  system.    The  conclusion  can  only  be  preliminary 
and  tentative  and  f  undertake  it  not  as  ah  adversary  of  community  facilities 
but  rather  as  one  who  believes  that,  properly  constituted  and  regulated, 
they  will  contribute  importantly  to  a  comprehensive  system  of  alternative 
facilities  for  the  mentally  retarded.  . 

! 

I  regret  to  say  that  the  conclusion  is  not  unmixed-    In  the  view  of 
one  objective  and  sympathetic  observer; 

"***Only  in  a  few  states  and  a  number  of  isolated!  communities 
were  there  the  support  services  and  commitment  neiessary  to 
overcome  Inertia  and  planned  opposition.     Too  man*  former 
residents  of  institutions  were  rendered  helpless  by  community 
placements  that  were  made  without  regard  to  the  iWividuai 
needs  of  the  disabled  person.    Too  many  individuals  capable 
of  living  outside  the  institution  were  never  givenUhe  proper 
opportunity  to  do  so.   -Decentralization  in  many  .instances 
made  enforcement  of  the  most  *basic  humanitarian  vallues 
impossible;  abuses  were  simply  allowed  to  go  on  unchecked. 
Even  with  the  heartwarming  examples  of  how  deinstitutionalization, 
when  properly  supported,  has  worked  out  well,  the  overwhelming 
Series  of  horror  stories  from  across  the  United  Stages  has  left 
a  bad  impression  in  the  minds  of  many  policymakers/'^/ 

As*  far  back  as  1976.  Butterfleld  had  sounded  an  alarm; 

"***The  question  must  be  asked;  ^ 

Are  theae  released  people  faring  better  outside  ttan  they 
were  inside  the  institution?*^/ 

He  Moted  the  lack  of  objective  information  about  the  quality  and  outcomes 
of  care  provided.   .More  recently  comprehensive 'inquiries  hive  been 
undertaken  In  New  York  and  California, 

1/     ''Suininary  and  Analysis."  African  BaY~Aasocl  atlon  CoimnlAalon  -olPtfe 
Mentally  Disabled.  5  Mental  Usability  Law  Reporter  379  (Nod.-ucc.  1981). 

2/    Butterfleld,  In  Changing  Patterns  in  Residential  Services  for  the 
Mentally  Retarded,  President's  Committee  on  Mental  Retardatlbn  34  U976). 
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♦      In-New  York  since  196/,  the  number  of  mentally  regarded  persona 
in  public  institutions  has  been  reduced  from  27,563  to;  approximately 
14,000  in. 1980.    A  study  conducted  by  Wilier  and  lnfagliata  found 
"***wide  variations  in  the  quality  of  care  and  a  poorly  planned  syste 
for  determining  community  placements.  "1/    Etzioni  vqft  less  cautious 
in  hi 8  assessment* 2/  / 


}J      Study  says  Hew  York's  placement  of  mentally  retarded  inlcommunity 
is  poorly  planned,"  A.B.A.  Commission  on  the  Mentally  Disabled  XMental 
DisabiUty  taw  Reporter  52  (Jan.-Feb.  1981). 

If    Referring  to  the  fortunate  who  are  ambulatory,  he  wrote: 

I 

"For  New  Yorkers  the  'deinstitutionalized'  are  familiar 
♦      fixtures.    On  .upper  Broadway,  for  example,  they  line  the 
benches  of  the  traffic  islands,  next  to  paper  baA  which 
contain  the  full  measure  of  their  belongings.  Others 
scavenge  trash  baskets  in  the  Bowery,  or  sleep  in  the 
doorways  in  the  Bloomingdale's  area,'-' 

Moreover,  in  seeking  the  cause  of  a  basically  good  idea  gone 
attempted  to  go  to  the  heart  of  the  matter: 

"***you  can  repeat  after  Schumacher  'small  is  beautiful 1 
until  all  the  big  institutions  are  broken  up  into/^oall 
ones,  but  .please  also  note  that  the  greatest  abuses  occur 
in  trie  small  ones.     Thus  horrid  as  the  huge  st^te  institutions 
are,  many  'adult*  residential  halls  and  nur.ifffhomes ,  in  which 
many  of  the  so-called  'deinst  i  tut  ionaj.ize  dj>/pev  sons  end  up, 
are  more  scandal-riddled  and  more  abusive^than  anyone  ever 
charged  any  state  institution  of  beit^,// 'Small'  here  means 
even  more  difficult  to  oversee,  inspect,  an<*  keep  tabs  on, 
than  big,  and  hence  even  more  unresponsive  to  reform, 
Al^o,  'small*  ofte^  means  run  on  a  irr  of  it  making  basis, 
and  these  small  institutions  are  often  run  not  by  normal 
businessmen,  but  by  profiteers,   ^s  Senator  Frank  Moss 
s Mid  when  he  released  a  report  on  the  boarding  home 
industry,  pceparedby'the  staff /of  the  Senate**  Subcommittee  • 
on  Long-Terra  .Care:     'Opera.toray/understand  that  the  way  "to 
mnke  n  prof  ft  1»  to  rut  bnck  $\  food,  Htnff»  bedding  and 
other  vital  aervtcos.    Whatever  Is  not  spent  becomes  profit," 

Etzioni,  "Deinstitutionalization,,^  Vastly  Oversold  Good  Idea," 
Columbia  14,  17  (Spring  1978), 
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tn  December,  1983  California  released  a  comprehensive  study  of 

its  community  care  facilities.     As  long  ago  as  1975  in  a  study  of 

famlly-care  homes  with  six  or  fewer  residents  and  board  and  care 

facilities  in  California,  Edgerton  stated: 

'    "Some  board  and  care  facilities  are  open  setting  which  provide 
more  nearly  normalized  experiences  than  large  institutions 
•    'w^pically  do.    Most,  however,  are  closed  ghetto-like  places, 
whose"  residents  are  walled  off  from  any  access  r.o  community 
life.  :  Such  places  frequently  lack/  most  medical,  psychological, 
and  recreational  services  and  the'ir  amenities  are  few  indeed, 
the  quality  of  H  fe  in  the.  alternative  care  facilities  we 
have  studied  is  highly  variable,  with  evidence  here  and  there 
of  exciting  progress  toward  the  goal  of  normalization.  For 
moat  mentally  retarded  people  in  this  system,  however,  the 
little  institutions  where  they  now  reside  appear  to  be  no 
betted  than  the  large  ones  from  which  they  cam$,  and  some 
are  manifestly  worse,  (pp'.  130-1 31)"JL/ 


The  recent  study  of  the  California  State  Commission 


has  gone  further: 


"The  first  finding  of  this  study  is  the  most  shocking: 
California  is  tolerating  the  operation  of  numerous;  community 
care  facilities  in  deplorable  conditions .2/ 

No'w  the  California  stu^ly  was  not  confined  to  group  homes  for  the  retarded. 

tt  examined  a  variety  of  different  forms  of  community  care  facilities. 


T7    Edgerton,  "Issues  relating  to  the  quality  of  life  among  mentally 
regarded  persons  in  Begab  &  Richardson,  The  Mentally  Retarded  in  Society  U975) 
quoted  in  Haila,  "Re  Utionship  of  Institution  Size,  to  Quality  of  Care: 
A  Review  of  the  Literature,"  81  Am.  Journ.  of  Mental  Deficiency  117  (197b). 

21    The  report  continued: 

"The  residents  are  subjected  to  physical  and  sexual 
abuse,  neglect,  and  generally  unsafe  living  conditions. 
As  one  representative  of  the  community  care  Industry  observed, 
the  conditions  are  far  more  severe  than  ever  existed  in 
■rslng  homes  .fifteen  years  ago.     It's  a  snake  pit  out  there, ' 

The  iinfnrtnnnLc  difference  i«  that  few  people,  particularly 
>rove  nunc nt  officials,  «r«  awaru  of  the  unconscionable  conditions 
which  thousands  «>f  community  care  residents,  most  of  whom  cannot 
care  tor  themselves,  must  live  in  each  day." 

CommlsjO^tr-oTi  Call  fPTTrtn~~Stat e  Cover  nment^  Organization  and  Economy, 
^Co^mnUy  Residential  Care  In  Cal  1  fornia*  ( Dec.  1983)  at  p.  21.  Sec 
also  New  York  Times,  January  lf>»  1986. 
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Of  22.UOO  community  res  fdential  care  facilities  throughout  the  state, 

18,000  (8*2?)  wore  licensed  for  six  or  fewer  residents.     Of  the  Utter, 

approximately  4,000  housed  the  elderly  and  developmental ly  and  mentally 

disabled  ellents,  while  the  v eisui  1  nd e r  served  foster  care  children.  What 
i 

united  the  category  under  study  was  the  absence  of  on-site  medical  carei 

"U'is  'nonmedical  care1  that  places  all  these  quite  disparate 
care "opt  Ions  Into  the  single  category  'community  care'  for 
purposes  of  Licensing,     The  efforts  of  government  to  reduce  • 
the  high  costs  of*  prof  ess  Lonal  long-term  care  for  various 
disabilities  have  led  to  this  categorization  and  have  thereby 
stimulated  the  demand  for  Increasing  numbers  of  community  care 
beds,^  Individuals  without  medical  training,  but  with  their 
own  homes  to  offer  as  a  resource,  have  come  forward  to  supply 
this  care," 

It  Is  thld  aspect  that  particularly  concerns  me  when  I  consider  the 

plight  of  those  retarded,  especially  the  profoundly  and  severely 

affected,  who  frequently  display  the  most  medical  complications  and 

enjoy  only  the  most  fragile  health.     With  their  hold  on  life  tenuous 

at  best,  little  need  be  left  to  the  Imagination  were  their  well-being 

to  be  consigned  to  f  aci  li  t  lea,  whose  proprietors,  however  well  intent  ioned, 

were  distinguished  by  their  lack  of  medical  knowledge  and  skill, 

6,      Will  the  group  homes  envisaged  by  S.  20V)  fall  heir  to  the  ills 
of  the  nursing  homes? 

To  most  of  us  the  term  "group  home"  is  new.    This  is  the  colloquial 

description  of  the  kind  of  community  facility  which  S,  2053  would  seek  to 

establish.     Because  of  its  noveJty,  It  may  be  difficult  to  assimilate  It 

conceptually.     One  way  of  doing  <io  would  b**  to  compare  U  briefly  with 

facilities  wLth  which  we  have  more  f ami  Liar  associations,     Consider  tho 

nurs  i  ng  home. 1/ 

17     See  brown,   "An  Appraisal  of  the  Nursing  "florae  KnfoTcTMr^iTtr"Trc7cl»ss , "  " 
17  "Arizona  Law  Rev,  lO'i  ( 19  7  5)  from  whLch  the  following  analysis  is  drawn. 


477 


There  are  currently  in  excess  of  20,000  nursing  homes  in  the 
United  States  and  their  revenues  exceed  $7  billion,  of  which  more  than 
one-half  is  public  funds.    Since  the  enactment  of  Medicare  and  Medicaid 
in  1965  the  nursing  home  Industry  has  experienced  rapid  growth. 

Over  one  million  people  live  in  nursing  homes- and  most  suffe*r.'  from 
several  chronic  diseases.    A  substantial  number  suffer  trom  cerebral 
arteriosclerosis  which  restricts  the  flow  of  blood  to  the  brain.  Many 
of  the  residents  must  rely  for  help  on  others.    Thus  less  than  half  can 
walk  or  bathe  by  themselves  and  almost  a  half  need  help  in  dressing. 
About   ten  per  cent  need  help  in  eating.     To  some  extent,  t hen  the 
problems  of  these  persons  resemble  those  o/  the  severely  and  profoundly 
jretarded. 

As  a  general  matt  or ,  nursing  homes  are  facilities  that  provide 
medical  services  to  persons  who  do  not  need  the  extensive  medical  care 
available  in  hospitals.     There  are  two  basic  types  of  nursing  homes. 
One  type  is  the  "skilled  nursing  facility."     It  offers  24  hour  nursing 
care  under  a  registered  nurse's  supervision.     There  are  more  than  9,000 
of  these  facilities  with  a  Linos  t  650 ,000  beds.    The  second  type  of  nursing 
home  is  called  an  "intermediate  care  facility."     It  provides  health-related 
care  to  persons  who  need  more  than  bed  and  board  but  less  than  that  which 
la  furnished  by  the  "skilled  nursing  facility."    Both  types  of  nursing 
homes  are  regulated  by  the  Department  of  Health  and  Human  Services, 
as  well  aa  by  the  states.JL/ 


~D — ThetTTa  a  "third  facility  which,  although  not  truly  a  nursing  home, 
may  be  borne  In  mind  as  well.     It  is  a  custodial  care  facility  sometimes 
calLed  a  "bed  and  board  home."     It  provides  no  nursing  services,  but  only 
custodial  services  such  as  aid  in  bathing,  dressing  and  eating.  Unlike 
the  true  nursjlng  homes,  it  is  not  eligible  for  reimbursement  under 
Medicare  arid  Medicaid  and  Is  supervised  only  by  the  states. 
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Professor  Brown  has  supplied  an  evaluation  of  the  nursing  "homes : 

"In  somV»  homes,  the  care  we  deslru  is  provided  compassionately  • 
and  competently.     In  others,  It  is  not.    'Indeed,  evidence  is 
mounting  that  more  than  half  the  nursing  homes  in  thin  nation 
are  abusing  the  public  t  rus  t ;  patients  are  neglected  or  physically 
abused,  their  money  and  property  is  stolen,  their  very.  Uvea  are 
endangered,  and  massive  misuse  ov'  public  funds  is  commonplace 
In  the  Industry.     Further,  despite  the  nation's  enormous  moral 
and  monetary  Investment  In  the  nursing  home  Industry,  public 
agencies  entrusted  with  the  regulation  of  nursing  homes  have 
been  Ineffectual  in  preventing  these  abuses. "1/ 

While  the  nurglng  home  is  not  an  exact  model  tor  the  "group  liorae/' 
certain  features  of  the  two  are  similar.     Both  would  ordlnarlLy  have 
homogenous  populations,  would  ordinarily  be  located  in  the  community 
arid  would  serve  Individuals  (especially  In  the  case  of  the  severely 
and  profoundly  retarded)  who  need  more  medical  and  medically  related  care 
than  the  general  population. 

ALthough  ffcirslng  homes  are  the  recipients  of  substantial  federal 
funds  and  the  subjects  of  federal  regulation,  experience  has  sadly 
demonstrated  that  ranch  Is  wanting  in  the  services  that  they  render  to 
their  r^tldenta.     Now  the  regulatory  framework  Is  more  explicit  in 

regard  to  the  type  of  medical  care  that  must  be  provided  to  those 

/ 

housed  in  nursing  homes  than  to  the  type  that  woul^be  required  to 
be  provided  to  those  who  would  be  housed  in  the  community  facilities 
that  would  be  established  if  S.  2053  were  enacted.     Nor  are  the  means 
of  enforcement  o^f  any  federal  standards  that  may  be  promulgated  to 
Implement  the  vatfue  criteria  of  S.  2053  concerning  the  provision  of 
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medical  care  any  better  than  those  that  have  hitherto  provecj  inadequate 
in  -respect  of  nursing  homes.  1 

Many  observers  of  the  nursing  home  industry  have  suggested  ways 
in  which  federal  standards  of  care  might  be  enforced .1/  2053 
shows  no  evidence  that  its  drafters  have  taken  notice.     If  (the 
medical  care  mandated  under  S.  2053  is  vaguer  and  the  enforcement 
procedures  no  better  than  ttose  already  developed  for  nursing  homes , 
I  cannot  be  optimistic  concerning  the  welfare  of  persons  wio  would 
be  transferred  to  the  community  facilities. 
7»      Conclusion  I 

In  conclusion,  both  residential  institutions  and  community  facilities 
are  needed  in  a  comprehensive  system  of  care  for  the  mental ly . retarded. 
Both  need  federal  funding  and  federal  regulation  to  assude  that  proper 
medical  and  Other  standards  are  observed*    Neither  is  a  complete  answer 
'    in  Itself  and  they  should  be  encouraged  to  play  both  complementary  and 
competing  roles.    The  latter  role  is  as  important  as  thfc  former  for  it 
la  only  through  competition  that  the  one  may  serve  as  L  quality  control 
upon  the  other.    Hie  former  role  cannot  be  dispensed  vfith  as  long  as  we 
recognize  the  harsh  facts  of  medical  reality:     There  ja re  large  numbers 
of  severely  and  profoundly  mentally  retarded  per3ons/with  medical 
complications  who  will  always  require  the  resources 'and  specialized 


care  that  only  a  hlP,ti  quality  Institution  can  offer/. 

\"J    ^o7^oriiTr'""ljr(r)wnf"  ~An  Appralsul  of  the  Nursing  Home  Enforcement 

process,"  17  Ariz.  Law  Rev.  304  (  1975);  Bertuan,  "T(ne  Nursing  Home  llorass," 

17  Ari2.  Law  Rev.  357  (1075);  "Governmental  Regulation  of  Nursing  Homes- 

An  Inquiry, "  Utah  Law  Kev.  270  (  1973);  Kemanis,  "A  Critical  Evaluation  of 

the  Federal  Role  in  Nursing  Home  Quality  Enforcement 51  Univ.  of  Colorado 

Law  Rev.  607  (1979-1900);  Regan,  "A  Quality  Assurance  System  in  Nursing 

Homes,"  5,3  Journal  of  Urban  Law  153  (  1975).  / 
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Testimony  of  Great  Oaks  Association,  Inc. 
of  Silver  Spring,  Maryland 


The  Senate  Finance  Subcommittee  on  Health 
On  Community  and  Family  Living  Amendments 
of  1983,  S.  2053,  Hearing 


Monday 
February  27,  1984 
1:30  P.M. 
Room  SD-215 
;  Dirksen  Senate  Office  Building 


In  Response  To 
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'Experience  should  teach  us  to  be  most  on  our  guard. .  .when  .the 
government's  purposes  are  beneficent  ••••  The  greatest  dangers 
to  liberty  lurk  in  insidious  encroachments  by  men  of  zeal, 
well-meaning  but  without  understanding."    Olmstead  v.  united 
States,  277  U.S.  438,  479  (1928)  (Brandeis  J. ,  dissenting) 


****** 


A  bill  (S.  2053)  called  "Community  and  Family  Living  Amendments  of  1983" 
has  been  introduced  Into  the  U.S.  Senate*     Its  objective  Is  to  phase  out,  over 
a  period  of  ten  to  fifteen  years,  all  Institutions  for  the  mentally  retarded 
with  more  than  15  residents  by  taking  away  their  federal  funding.     It  would 
direct  that  this  funding  be  put  Into  small  group  hones  Instead. 

We  are  the  parents  of  mentally  retarded  persons  residing  at  Great 
Oaks  Center  in  Sliver  Spring,  Maryland.    We  feel  that  some  persons  would 
benefit  by  being  In  group  homes  but  that  other  persons  need  the  shelter 
and  specialized  resources  that  only  a  quality  institution  can  offer.     It  Is 
our  belief  that,  In  a  free  society,  there  should  be  a  choice  of  arrangements 
for  the  mentally  retarded  and  that  neither  the  federal  government  nor  any 
one  else  should  dictate  the  type  of  arrangements.    Both  institutions  and 
group  homes  have  their  place  and  should  be  aupported  by  federal  funds, 
neither  to  the  exclusion  of  the  other.     B0t*  should  be  monitored,  kept  at 
a  high  standard  and  constantly  Improved  in  quality.    Because  S.  2053  falls 
to  recognize  these  important  points,  we  have  serious  reservations  to  chat  bill. 

Our  parents*  association  has  taken  the  following  resolution: 

"It  Is  resolved  that  It  Is  the  opinion  of  the  Great  Oaks 
Association  that  every  effort  be  made,  including  the  amendment 
of  the  proposed  bill  (S.  2053) ,.  to  preserve  Great  Oaks  Institution 
ai.d  other  institutions  that  have  comparable  fine  quality*" 

in  our  view,  an  amendment  to  the  bill  would  have  to  make  clear  that; 

(  1)  Institutions  for  the  mentally  retarded  would  not  be  phas ed  o u t , 
but  would  continue  to  receive  federal  funding  adequate  for 
their  needs  and  would  continue  to  be  upgraded  in  quality;, 

(2)  mandatory  standards  of  care  and  inspection  would  have  to  be 
Inserted  into  the  amended  bill  to  assure  quality  care  for 
those  retarded  persons  who  would  live  In  community  facilities; 
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£3)  effective  means*  of  enforcement  of  those  standards  of  care  that  were 
set  out  In  the  amended  bill  would  have  to  be  afforded,  on  behalf 
of  the  retarded,  to  both  the  supervisory  agencies  and  the  families 
of  the  retarded. 

****** 

t 

( 1 )    There  Is  an  Important  and  continuing  need  for  quality  residential 

.   Institutions  (In  addition  to  group  homes)  and,  accordingly ,  federal 
funding  should  not  be  withdrawn  from  the  Institutions,  w 

For  more  than  a  decade  Important  progress  has  been  made  In  the  care 
of  the  mentally  handicapped.    Hundreds  of  million  of  dollars  h?ve  been 
invested  through  federally  assisted  funding  of  state  programs  in  Improving 
residential  insti tutions.J/    Simultaneously,  large  numbera  of  retarded  persons 
have  taken  up  residence  in  community. facilities.^/    Movement  to  community 
facilities  reflects  the  view  that  many  retarded  persons  are  able  to 
profit  by  living  in  the  community  in  small  group  homes.    This  view  is, 
in  turn,  based  on  a  belief  that  "normalization"  is  the  best  policy  and 
Chat  retarded  persons  should  enjoy  the  "least  restrictive  conditions 
appropriate  to  their  needs." 

While  there  Is  general  consensus  on  these  points,  differences  of  oplhlon 

arise  concerning  th<|lr  implementation.    Thus,  Philip  Roos,  a  former  Executive 

p 

Director  of  the  National  Association  for  Retarded  Citizens,  has  written  that 
17    According  to  one  estimate:  :  *  "  =" 

MIn  order  to  comply  with  federal  ICF/MR  standards,  states 
invested  well  over  a  billion  dollars  during  the  late  1970's 
and  earlier  1980*8  to  improve  the  physical  plants  of  public 
institutions  for  the  mentally  retarded."    National  Aasn.  of 
State  Mental  Retardation  Program  Directors,  Inc.,  Position 
Statement  on  S.  2053  at  p.  4  (1984). 

2/    From  194,650  in  1967,  the  number  of  mentally  retarded  persons  living 
in  public  residential  facilities  declined  to  about  119,  335  in  1982.  Lakin, 
Krantz  etal.,  M0ne  Hundred  Years  of  Data  on  Populations  of  Public  Residential 
Facilities  for  Mentally  Retarded  People,"  87  American  Journal  of  Mental 
Deficiency  (1982). 
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there  are  circumstances  In  which  an  Institution  Is  leas  restrictive  than  a 
group  home; 

"But  how  do  we  determine  'restrictiveness'?    It  may  be  naive 
to  assume  that  the  most  'normative'  setting  is  necessarily  the 
least  restrictive  for  everyone.    What  feels  restrictive  to  one 
person  may  feel  unconstralnlng  to  another.    A  wheelchair  Is  a 
restriction  to  an  ambulatory  person,  but  it. provides  Increased 
freedom  to  a  paraplegic.    The  problem  is  especially  complicated 
for  persons  suffering  sensory  or  cognitive  impairment.    A  setting 
which  provides  freedom  to  a  non-handicapped  person  may  be  more 
restrictive  to  a  handicapped  person  than  a  specially  designed 

;  prosthetic  environment.     And  the  problem  is  more  complicated 
still  when  the  least  restrictive  alternative  test  is  applied 
to  the  larger  social  environment  in  which  a  retarded  person 
lives  as  opposed  to  facilities  designed  for  specific  programs. 
A  small  group  home  nestled  In  a  hostile  neighborhood,  even  if 
honorlf lcally  labeled  as  'community  care/  or  a  place  'in  the 
community,'  may  be  considerably  more  restrictive  to  Its 
residents  than  a  small  village-type  facility  in  which  retarded 
residents  are  full  participants  In  their  own  'community,' 

.  even  If  some  might  call  that  community  so  'institution.'  The 
ultimate  complexity  of  the  least  restrictive  alternative 
analysis,  however,  may  be  that  restrictiveness  and  freedom  are 
experiences  of  individuals,  and  that  categorical  determinations 
of  these  matters  will  always  be  clumsy ."1/ 

Writing  of  her  institutionalized  son,  Elizabeth  M.  Boggs ,  a  former  president 

of  the  National  Association  for  Retarded  Citizens,  has  noted: 

"But  what  of  the  community  environment?    The  'community' 
surrounding  David's  'home'  is  the  campus  of  the  state  school. 
It  is  an  ergonomic  community;  that  is,  one  which  has  been  planned 
to  gult  the  inhabitants.     Its  swimming  pool  is  designed  so  that 
any  one  can  stand  up  in  any  part  of  it.    There  is  a  twenty-mile 
hour  speed  limit  on  all  its  roads.     Its  doctors  make  house  calls. 
Its  respite  care  arrangements' are  always  available,  that  is,  when 
the  parent  surrogate  has  an  emergency,  another  one  is  available. 
There  is  a  restaurant  where  no  one  stares  st  the  sloppy  eaters. 
Nobody  there  thinks  that  it  is  inappropriate  for  a  thirty-two-year-old 
man  to  use  a  swing  on  the  playground  by  choice;  it  is  not  considered 
dehumanizing  to  let  a  man  act  like  a  child  If  he  wants  to.  David 
is  not  restricted  by  any  such  environmental  taboos." 

1/    Roos,  "The  Law  and  Mentally  Retarded  People:     An  Uncertain  Future," 
31  Stanford  Law  Rev.  613,  67.2  (  1979).    (underlining  provided) 
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From  his  point  of  view  this  community  la  more  facllltatlve 
and  more  enhancing  than  the  town  half  a  mile  down  the  *oad."I7~~ 

What  is  important  to  observe  about  theae  comments  Is  that  there  Is 


preordained  form  of  living  arrangement  that  la  boat  for  all  retarded  peraona. 

Smaller  does  not  necessar i  ly  mean  better: 

"It  has  been  assumed  that,  almost  by  definition,  quality  of 
care  for  retarded  individuals  Is  superior  in  small  institutions  to 
that  In  large  central  institutions.     Unfortunately,  there  seems  to 
be  little  empirical  basis  for  this  av sump t ion. "2/ 

Both  residential  institutions  and  group  homes  have  advantages  and  disadvantage 

both  In  general  and  in  the  particular.    While  some  institutiona  are  better 

than  some  group  homes,  the  converse  la  also  certainly  true.    The  answer 

depends  on  the  particular  institution,  the  particular  group  home  and  the 

needs  of  the  particular  retarded  individual.  t 

It  Is  important  to  note  that  not  all  persons  may  benefit  from  living  in 

group  homes  and  the  welfare  of  many  may  actually  require  the  specialized 

resources  and  protection  of  a  residential  Institution^/    This  ia  especially 

true  of  the  multiply  handicapped  and  those  with  medical  problems  who 

require  an  adequate  medical  Betting  in  which  nurses  and  doctors  familiir 

with  the  needs  of  the  handicapped  are  at  hand.     Parents  of  these  children 

 •  % 

1/    floggs,  "'Who  is  Putting  Whose  Head  in  the  Sand  Or  in  the  Clouds  as  the 
Case  May  be"  in  Turnbull  £  Turnbull,  Parents  Speak  Out  63  (  1978)  (underlining 
supplied) 

2/    Balla,  "Relationship  of  Institution  Size  to  Quality  of  Care,"  81 
American  Journal  of  Mental  Deficiency  117  (1976). 

2/     "Small  residences  with  .half  a  dozen  clients  may_  be  unable  to  provide 
specialized  care  and  could  isolate  the  .severely  retarded  person  more  fully 
than  life  In  a  larger  institution***."    Rose-Ackerman,  "Mental  Retardation 
and  society:     The  Ethics  and  Politics  of  Normalization,"  Ethics  81,  90 
(Oct,  1982),  (underlining  provided) 
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are  only  too  aware  of  the  problems  of  finding  doctors  and  other  specialists 
in  the  community  who  are  knowledgeable  and,  wi  llt.ntf  to  assist  in  the 
specialized  care  and  problems  of  the  severely  and  profoundly  handicapped. 
Attempting  to  get  a  house  call  for  an  ill  non-ambu latory  retarded  person 
or,  conversely,  attempting  to  transport  him  to  a  doctor's  office  can  be 
a  frustrating  and  even  tragic  event. 

Severely  and  profoundly  retarded  persons  with  multiple  handicaps  and 
medical  problems  are  not  the  only  persons  who  may  require  the  specialized 

resources  of  an  institution.    Those  persons  afflicted  with  behavioral 

x 

disorders  may  also  require  the  shelter  of  an  institution.  1/    That  these 
•    •  •  i 

^persons  are  not  insignificant  in  number  can  be  noted  from  the  concern]  of 

professionals  in  regard  to  the  increasing  number  of  readmiaslona  of 

persons  to  residential  institutions  after  an  attempt  by  them  to  residA 

in  the  community: 

"Although  there  has  been  a  steady  decline  in  the,  number  \ 
of  new  admissions  to  public  residential  facilities  since  1965,  \ 
there  has  also  been  an  Increase  in  the  number  of  readmlsstons***  \ 
In  1964,  the  ratio  of  annual  total  re admass ions  to  the  average  ' 
population  of  public  residential  facilities  Was  1:113.6.  \ 
In  1969,  this  same  ratio  was  1:65.4  ***;  in  1977,  1:27.0; 
and  in  1980,  1:25.6  ***H2/   "  \ 


T7  "The  finding  of ">d  <re  frequent  affective  behaviors  among 

those  in  Jeopardy  of  placement  failure  suggest  that  group 
homes  may  be  less  tolerant  of,  or  capable  of  dealing  with  problems  \ 
stemming  from  chronic  charactero logical  traits 
(affective  behavior  problems)  than  with  episodic  behavior 
problems."  \ 
Jacobaon  and  Schwartz^,  "Personal  and  Service  Characteristics  Affecting  Group 
Howe  Placement  Success^"  21  Mental  Retardation  1,  5  ^(February  1983). 
2/  Lakln,  et.al,  "NeW  Admissions  and  Readmlsslons  to  a  National  Sample  of 
Public  Residential  Facilities,"  88  American  Journal  of  Mental  Deficiency  12 
(July  1983)  (underlining  supplied) 
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( 2 )     Detailed  standards  of  care  and  inspection  should  be  made  a  part  of 

any  bill  that  seeks  to  obtain  Increased  federal  funding  of  community 
facilities*  *         .  •     ~~  _ 

One  grave  deficiency  of  S.  2053  is  that  it  is  almost  devoid  of  any 

statutory  standards  to  which  group  homes  Woujd  be  held  in  the  kind  of  care 

that  they  would  be  required  to  provide  to  their  retarded  residents.  The 

closest  that  the  bill  comes  to  setting  standards  are  provisions  that  would 

require  States  to  enter  into  agreements  concerning  group  homes: 

(1)    to  assure  that  each  resident,  has  some  sort  of  "written  plans 

of  assistance"  (Section '1918(h) (2) (D) )  and  of  "medical  assistance" 
(Section  1918(I)(i)'j and 

(11)    to  neet  "such  standards  of  safety  and  Sanitation"  as  are 

established  by  the  Secretary  of  Health  and  Human  Resources 
and  state  law  (Section  1918(h) (2) (E)(1) ) .1/  . 

i  ^ 
To  put  this  regrettable  absence  of  real  standards  of  care  In  proper 

perspective,  It  Is  necessary  to  compare  the  experience  .of  the  retarded 

In  residential  institutions.     '  *  x 

There  was  a  time  when  Institutions  operated  In  a  relative  vacuum 

without  the  framework  of  clear  standards  of  care.    With  a  lack  of  adequate 

funding  and  minimal  staff,  Inhumane  abuses  became  rife.    Eventually,  in 

the  historic  case  of  Hyatt  v,  Stickney,  344  F.  Sunp.  387  (1972),  a  court 

elaborated,  a  set  of  express  minimum  standards  of  care  that  an  institution 

was  required  to  meet.     The  order  of  the  court  covered  thirteen  pages  of 

explicit  standards. 

if    In  addition,  the  bill  Would  require  agreement  to  provisions  thaT 
would  "ensure  continuity  of  medical  assistance  for  severely  disabled 
persons  who  reside  In  a  facility  or  Institution  that  ceases  to  provide 
'such  assistance"  (Section  191B( 1) ( 1) (B) ) ,    This  Is  limited  In  Its  scope 
to  an  Institution  or  facility  that  once  provided  medical  care  to  an 
Individual  but  then  discontinued  It. 

\ 
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"The  decree  set  forth  otandarda  guaranteeing  basic  patient 
rights  to  privacy,  presumption  of  competency,  communication  with 
outsiders,  compensation  for  labor,  freedom  fron  unnecessary  medica- 
tion or  restraint,  and  freedom  from  treatment  or  experimentation 
without  Informed  consent.    Requirements  were  established  governing 
staf f-to-patlent  ratios,  educational  opportunities,  floor  apace, 
sanitary  facilities  and  nutrition.    The  court  also  ordered  that 
individual  treatment  plans  be  developed,  that  written  medication 
and  restraint  orders  be  filed,  and  that  these  be  periodically 
reviewed."^/ 

Among  the  roost,  important  provisions  in  the  court  order  were  minimum 
staffing  ratios  based  on  those  adopted  by  the  American  Psychiatric 
Association  Which  are  reproduced  below: 


SeVere/ 

Mild  Moderate-—  '"  Profound 


"Unit                                             60                 60  60 

(1)  Psychologists     ,                         1:60             1:60  1:60 

(2)  Social  Workers                               1:60              1:60  1:60 

(3)  Special  Educators  (shall              1:15              1:10  1:30 
include  an  equal  number  of 

roaster' q  degree  and  bachelor1 s 
degree  holders  In  special 
education) 

(4)  Vocational  Therapists                   1:60              1:60  1:60 

(5)  Recreational  Therapists               1:60             1:60  1:60 
(shall  be  mas'  'X*b  degree 

graduates  from  an  accre- 
dited progrna) 

(6)  Occupational  Therapists               —                  —  1:60  * 

(7)  Registered  Nurses                          1:60              1:60  1:12 

(8)  Resident  Care  Workers                   1:2.5             1:1.25  1:1 

The  following  professional  staff  shall  be  fulltime  employees  of  the 

Institution  who  shall  not  be  assigned  to  a  single  unit  but  who  shall 
be  available  to  ^eet  the  needs  of  any  resident  of  the  institution: 

Physicians  1:200 

Physical  Therapists  1:100 

Speech  &  Hearing  Therapists  1:100 

Dentists  1:200 
Social  Workers  (shall  be  principally  Involved  In  the 
placement  of  residents  In  the  community  and  shall  include 

bachelor's  degree  graduates  2rom  an  accredited  program  in 

social  work)  1:8° 

Chaplains  1:200* 


T7  "Wyatt  v.  Stlekney  and  the  Right  To  Treatment,"  86  Harvard  Law 
Kevlew  1282  (  1<T,3). 
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Subsequent  to  the  Wyatt  case,  the  federal  government  adopted  a  sbmewhat 
watered  down  but  detailed  set  of  minimum  standards  by  wa>  .if  regulation  for 
public  residential  institutions  for  the  mentally  retarded  which  qualify  for 
medicaid  assistance.    These  are  set  forth  in  42  C.F.R.  Section  442. 400-442. 516. 
The  standards  apply  to  the  civil  rights  of  the  residents,  communication 
between  them  and  their  families,  health  and  safety,  records,  transfers 
to  other  facilities,  activities,  personal  possessions,  discipline,  physical, 
chemical  and  mechanical  restraint,  behavior    adif icatiou,  hygiene,  grooming, 
grouping  of  residents,  location,  size  and  furnishing  of  bedrooms,  bathrooms 
and  dining  rooms,  heating  and  ventilation,  denial  service ,  'food  and  diet 
requirements,  medical,  nursing  and  pharmacy  services,  as  well  as  therapy, 
social,  psychological  and  speech  and  audiology  services* 

s 

Standards  such  as  ttyose  that  were  adopted  by  the  Wyatt  court  and  those 
that  appear  in  the  federal  regulations  are  absolutely  essential  to  assure 
the  well-being  of  retarded  persons.    Without  them,  care  deteriorates  into 
neglect  and  then  into  outright  abuse.     It  is  no  answer  that  group  homes 
will  be  different  from  Institutions  because  they  are  small  or  because 
they  are  located  in  the  community  or  because  they  may  have  devoted  employees. 
Unless  they  are  subject  from  the  outset  to  rigid  standards,  they  will- 
deteriorate,  too.    This  is  the  lesson  that  California  has  recently  learned 
after  a  special  state  commission  studied  conditions  In  Its  community  care 
facilities. 

After  extensive  investigations  of  the  22,000  community  residential  care 
facilities  In  that  State  (of  which  18,000  were  licensed  for  six  or  fewer 
residents)  the  California  Commission  stated: 
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"The  first  finding  of  this  study  is  the  most  shocking: 
California  is  tolerating  the  operation  of  numerous  community 
care  facilities  in  deplorable  conditions.    The  residents  are 
subjected  to  physical  and  sexual  abuse,  neglect,  and  generally 
unsafe  living  conditions.    As  one  representative  of  the 
community  care  industry  observed*  'the  conditions  are  far 
more  severe  than  ever  existed  in  nursing  homes  fifteen  years 
ago.     It's,  a  snake  pit  out  there.' 

The  unfortunate  difference  is  that  few  people^  particularly 
government  officials,  are  aware  of  the  unconscionable  conditions 
which  thousands  of  community  care  residents,  most  of  whom  cannot 
care  for  themselves,  must  live  in  each  day. 

Members  of  the  Little  Hoover  Commission  visited  facilities 
and  saw  first-hand  the  dirt,  the  neglect,  and  the  emptiness. "jL/ 

Proponents  of  S.  2053  may  suggest  that  it  would  be  cumbersome  >x 
and  awkward  to  Incorporate  standards  of  care  for  community  facilities 
into  a  statute  and  that  these  should  rather  be  left  for  the  courts  or 
the  administrative  agencies  to  develop. 2/    This  is  merely  postponing 
consideration  of  what  should  be  the  most  important  matter  of  any  bill 
that  would  extend  community  facilities.     If  there  is  a  fear  that  the 
standards,  once  established  by  -Statute,  will  become  entrenched,  so  much 
the  better.    They  may  be  expressed  as  minimum  standards  that  an 
administrative  agency  may  tighten  (but  not  loosen)  as  conditions 
Indicate  the  appropriateness  of  such  action. 

Are  minimum  standards  ever  incorporated  into  a  statute?    Of  course. 
In  fact,  the  U.S.  Supreme  Court  noted  that  the  Senate  version  of  the  bill 


17    Commission  on  California  State  Government  Organization  and  Economy, 
'Community  Residential  Care  in  California,"  at  p.   1  (Dec.   1983)  (hereafter 
referred  to  as  "California  Report") 

'  2/  See,  e.g.  Cllhool,  "The  Uses  of  Courts  and  Lawyers,"  Changing  Patterns 
in  Residential  Services  for  the  Mentally  Retarded  155,  170  (1976).  ~ 
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which  subsequently  became  the  Developmental ly  Disabled  Assistance  and  Bill 
xot  Rights  Act;  t  — 

" * **contained  over  400  pages  of  detailed-standards  'designed 
to  assist  in  the  protection  of  the  human  rights  guaranteed  ' 
undor  the  Constitution.'    S.  Rep.  No.  94-160,  "p.  34  (1975). " 1 / 
.(underlining  provided)  — 

Those  who  have  the  welfare  of  the  retarded  at  heart  should  insifet  upon 

the  inclusion  of  standards  of  care  in  the  bill  from  the  outset. 

(1)    Real  means  of  enforcement  of  standards  of  care  that  would  be  set 

out  in  an  amended  bill  would  have  to  be  afforded,  on  behalf  of  the"  

,  re^rded,  to  both  the  supervisory  agencies  and  the  families  of  the  retarded. 

A  look  at  the  enforcement  provisions  of  S.  2053  shows  them  to  be 
sadly  deficient.    At  most  Chey  seem  to  be  but  three  vague  and  feeble  provisions 

 (O  Section  1918(f)  provides  that  the  Secretary  may  treat  certain  payments 

made  to  a  state  as  inappropriate; 

s(ii)  Section  4  confines  itself  to  reduction  of  certain  funds  if  residential 
institutions  (but  not  community  faculties)  do  not  meet  federal  standards  for 
then;  ^ 

(iii)  Section  5  allows  individuals  to  bring  suit  against  a  State  plan, 

but  apparently  not  against  a  community  facility  which  is  in  violation  of 

whatever  vague  standards  may  be  found  or  deduced  from  the  bill. 

V    Pennhurst  State  School  and  Hospital  v.  Halderman,  101  S.Ct.  1531  at  

p.  1541  (1981).    These  standards  were  unfortunately  lose  when  the  House  bill 
vjs  substituted  in  conference.    See  2  U.S.  Code  Congressional  and  Administra- 
tive News  961  (1975)  at  which  the  House  Conference  Report  No.  94-473  noted; 

"The  Senate  amendment,  but  not  the  House  bill  states  the  purpose 
of  the  bill  of  rights  to  be  establishing  standards  to  assure  the 
humane  care,  treatment,  habilltation  and  protection  of  mentally 
retarded  and  other  developraentally  disabled  individuals  who  are 
served  by  residential  and  community  facilities  and  agencies." 
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The  absence  of  real  enforcement  measures  in  the  bill  practically 
guarantees  that  abuses  in  community  facilities,  if  detected  at  all,  will 
go  unchecked  indefinitely. 

Instead  of  creating  a  system  of  federally  financed  community  facilities  with 
built  in  enforcement  problems,  would  it  not  make  more  sense  to  explore  realistic 
remedies?    In  the  related  area  of  nursing  homes  similar  problems  have  been  uncovered. 

!  "If  HEW' s  performance  in  enforcing  standards  has  been  ambivalent ,  the 

I  efforts  of  many  states  have  been  aptly  described  as  'a  national  farce. 

:  The  enforcement  pattern  is  all  too  familiar:     ( 1)  the  inspection  force 
is  understaffed;  (2)  inspections  are  infrequent;  (3)  advance  notice  of 

!     he  in  pe  t  on    .routinely  sent  to  the  facility;  (A)  inspections  are 
cursory  and  ritualistic;  (5)  they  concentrate  on  the  physical  plant 
rather  than  patient  care;  and  (6)  adverse  recommendations  are  ignored.  1/ 

Professor  Regan  has  addressed  some  of  these  problems  with  the  following  suggestion. 

for  a  workable  system  of  inspection  and  enforcement.    In  such  a  system: 

'     -i.      Complaints  against  a  facility,  triggering  the  inspection-citation 
system,  may  be  filed  by  any  person,  not  just  the  state  agency. 

2.  No  advance  notice  of  an  inspection  should  be  given  unless  -JJo'Ued 
t  an  administrator  of  the  agency  or  otherwise  required  by 

,     employees  giving  advance  notice  in  violation  of  law  should  be  subject  to 
disciplinary  action. 

3.  The  complainant  or  his  representative  may  be  allowed  to  accompany 
the  inspector  on  his  tour  of  the  facility. 

U       At  least  two  classes  of  citations  should  be  established,  depending  ■ 
'  on  the  degree  of  risk  of  death  or  serious  physical  harm  that  can  result 
"om  the  violation.    Different  penalties  would  be  attached  to  each  class 
of  citation. 

5        Each  citation  which  has  become  final  must  be  posted  in  a  place  or 
places  for  a  specified  period  in  PUin  view  of  the  patients,  person. 
Siting  those'patients.  and  persons  who  inquire  about  placement  in 
the  facility.  ______  

153,  185  (  1975). 
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6.  A  report  Hating  oU***home8  and  the  status  of  any  citation 
issued  against  them  should  be  published  periodically  and  made 
available  to  the  public. 

7.  All  records  pertaining  to  the  citation  should  be  op,.n  to 
public  Inspection.  ' 

rhRet^U^l0n  again8t  any  patl6nt  or  "P^X"  who  participates 
in  the  citation  process  should  be  prohloited. 

Those  recommendations  should  be  made  a  part  of  a  system  of  inspection  aid 
enforcement  of  group  homes.      They  should  be  Incorporated  into  any  bill 
which  conditions  the  increased  availability  of  federal  assistance  to  states 
for  group  homes.    Moreove\uch  procedures  should  ba  required  to  be  In  place 
before  federal  funds  are  made  available  for  this  purpose. 

The  California  Commission  which  disclosed  the  glaring  deficiencies  of 
community  f.cllitie.  in  tha\  state  also  made  a  series  of  recommendations  to  put 
teeth  into  the  law  which  are  Wth  noting.    Among  other  things,  it  recommended 
the  following:  \ 

(1)    the  development  of  "***svecif ic  criteria  regarding  abusive  or 
life-threatening  conditions  in  a  community  care  facility  that 
Indicate  when***! the  supervisory  authority)  should  seek  a  temporary' 
suspension  order  with  the  intention  of  revoking  the  license.1^/ 
The  Commission  further  recommended  the  establishment  of  M***an 
emergency  fund,  possibly  out  of  increased  finea***to  provi.de  for 
the  relocation  and  care  of  residents  when***[the  supervisory 
agency]  closes  facilities  on  short  notice. "3/  . 

(ii)    Increased  fines  for  violations.    The  Commission  stated: 

"If  fines  are  to  deter  willful  violations  of  law  and  regulations, 
they  must  be  high  enough  to  make  noncompliance  a  financial  hard- 
ship for  the  administrator. M4/ 
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1/    Id.  at  pp.  193-194; 


2/    California  Report  at  p.  93. 
3/    Id.  at  p.  94. 
4/    Id.  at  p.  96. 
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"We  further  recommepd  What  fines  Cor  repeat  violations  be  .trebled. Ml/ 

"We  recommend  that***(ithe  supervisory  authority!  retain  in  Its 
own  budget  $0  percent /of  the  total  fines  revenue  to  support 
enforcement  activities;  we  further  recommend  that  the  remaining^ 
50  percent  ..be  used  toj  support  monitoring  efforts  by  volunteers. "2!/ 

(Ill)  .Require  all  licensee^  of  community  facilities  tto  be  bonded.  The 

Commission  stated:   /         -  \ 

*MWe  recommend  that*f*all  community  care  licensas*V*  be  bonded***/* 

'•[The  supervisory  Agency |***wlll  have  the  right  to  collect  the 
fines  from  the  bon'dtng  entity.    When  the  amount  oved  for  fines 
exceeds  the  amount/  nf  the  bond,  we  recommend  that***lthe 
supervisory  agencfc  be  required!  'to  automatically (initiate 
license  revocation  proceedings.'^/  '  ' 

(lv)    Authorize  the  supervisory  agency  to  place  a  community  care  .  ' 

facility  Into  receivership.    This  should  / 

"***lnclude  a  w/lde  choice  o£  receivers-;  a  mechanism  whereby 
'   residents  can  uequest,  or  petition  for*  receivership;  and 
wide  discretion  to  invoke  receivership  and  determine  the 
duration  of  receivership  in  any  given  situation. "4/ 

(v)    Authorize  the /supervisory  agency  to  develop  a  "crisis 

team  that  couAd  t*  sent  to  facilities  that  are  experiencing 
administrative  failures,  but  which  [it)***considerB 
redeemable 


(vl)    Private  actl 


The  Commission  recommended: 


"Encourage  Private  Action  Against  Unsatisfactory  Community 
Care  Facilities  by  Allowing  Recovery  of  Legal  Fee*  by 
Attachment/s  of  Administrators'  Property. "6/ 


"IT 
2/ 

y 
*/ 

5/ 
6/ 


Id.  at  p.  97/. 
Ibid. 

Id.  at  p 

Id.  at  p.  9/). 

Id.  at  p.  9f9 

Id.  at  p.  /o(). 


\ 
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In  our  view,  effective  means  of  enforcement  such  as  those  8et  out 
above  ahould  be  required  in  any  bill  that  would  Increase  federal  atoU/ 
to  states  in  respect  of  group  facilities.    Only  with  these  in  place  can 
we  rest  assured  that  the  welfare  0f  the  retarded  will  be  safeguarded. 
We  believe  these  safeguards  are  necessary  because  the  nature  of  a 
decentralized  system  of  small  group  homes,  uncoordinated  and  without 
the  layers  of  supervision  that  exist  in  institutions,  will  otherwise 
lead  to  a  silont  corrosion  of  care  and  responsibility.     In  the.  words 
of  Professor  Etzlonl: 

,MSmalV***means  even  more  difficult  to  oversee,  inspect, 
and  keep  tabs  on,  than  big,  and  hence  even  more  unresponsive 
to  reform. "2/ 


1/    Authority  already  exists  for  states  to  receive  federal  f»nH<nff  fnr 

community  faculties.    Under  current  law  the  Secretary  0f  Health  and  

Human  Services  may  approve  waiver  requests  submitted  by  states  thst 
wish  to  provide  me dlca id-reimbursable  home  and  community  based  services 

^    LT^  ?,^d!d-  S€Cti°n  19X«c>a>  of  the  Social  Security 

Act,  42  U.S.C  U396n(c).    In  order  for  such  a  waiver  to  be  granted,  a 
Jitate  must  provide  assurances,  among  other  things,  that  "***neceesary 
safeguards  (including  adequate  standards  for  provider  participation) 
have  been  taken  to  protect  the  health  and  welfare  of  Individuals  provided 
services  under  the  waiver  and  to  assure  financial  accountability  for 
funds  expended  with  resjtect  to  such  services***."    As  of  December  1983 
31  states  had  submitted  a  total  of  48  such  requests  to  the  Secretary  ' 
which  expressly  sought  authority  to  provide  home  and  community  care 
services  for  the  mentally  retarded  and  developmental^  handicapped. 
Twenty-nine  of  these  requests  have  been  approved,  three  diaapproved  and 
one  rejected  as  of  that  date.    See  National  Aaaociation  of  State  Mental 
Retardation  Program  Directors,  Inc.,  Poaltion  Statement  on  S.  2053  at 
p.  15  (Feb.  1984). 

2/    Etzioni,  ''Deinstitutionalization... A  Vastly  Oversold  Good  Idea" 
Columbia  14,  17  (Spring  1978). 
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Note:Request  to  qlve  verbal 
testimony  at  Feb. 27,1984 
hearing   was  not  granted. 
This  written  statement 
1s  submitted  for  the  record 
1n  accordance  with  normal 
procedure  1n  such  cases. 
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T.h-e.  .,l8£mJl"lA!L«Ae.Achn_ol 

With  1ti    607  residents,  this  "awful"  institution  would  seemingly    be  fair' 
game  for  the  antl -1  nstl tutlooallsts .many  of  whom  seem  to  be  obsessed  wlt.h 
the  matter  of  size.      i5n-t  this  a  olace  with  bars  oo  the  wlodows  aod 
chlldreo  lying  neglected  In  crowded  wards?    The  answer  1s  a  resoundlno 
"No".    The  fact  is  that  a  devoted  staff  and  an  active  Parents  Association 
have  joined  together  to  make  the    school's  environment  as  close  as  oosslble 
to  a  home-like  atmosphere.    While    Wo  feel  that  HSS  Is    outstanding,  we  know 
that  other  large  Institutions  across  the  country  -both  publ1c0and  orlvate  - 
are  dolno  a  fine  ,1oh.    We  are    sure  that  they  can  and  will  speak  for 
themselves. 

Because  "1ns.tirut1ons"have  been  unjustly  mallqned.  we  will  devote  oart  of 
this  testimony  to  describe  the  character  of  HSS.    The    school  Is  located 
about  60  miles  outside  .'lew  Orleans  on  100  beautiful  woodland  acres 
donated  by  a    private  citizen.     It  en.loyS  an  excellent  reputation,  thanks 
to  sound,  compassionate  mananement ,  the  coooeratlon  of  the  Parents 
Association,  and  a  modern  ohyslcal  plant. 

The  first  residential  center  for  Vocational  Rehabilitation  residents 
was  the  Seld  Hendrlx  Memorial  Center    established  at  Hammond  State  School 
in  19M.    This  center    offers    evaluation    and    work  adjustment  training 
to  youno  men    and  women  housed  there. 

About  ton  years  aqo.  HSS  beoan  nreparlnq  for  accreditation  under  the 

Title  XIX  Pronram  as  an  Intermediate  Care  Facility  for  the  mentally  retarded 

This  included  renovation    of  the  school's  cottages  at  a  cost  of  S3. 5  million, 

and  comoletlon  of  a  now  Section  of  Total    Care.    Accreditation  was 

awarded  and  is  belno  contlnuted  In  strict  compliance  with  strlnqent 

novernmental  standard's.    The  cottanes  are  so  architecturally  arranged 

as  to  enable  the  severely  and  orofoundly  retarded  oersons  to  live  their  Mv(s 
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as  fully  and  as  independently  as  possible. 

HSS  Is  the  official  domicile  of    the    Louisiana  Special  Olympics, 
housing  the  Special  Olympics  staff.    The  school,  active  1n  this 
area  for  several  years,  was    partially  responsible  for  the 
International  Games  belnn  held  at  Louisiana  State  University  1n 
Raton  R  ouqe  1n  1003.    Partldoants  came  from  every  state  1n 
the  United  States,  five  U.S.  Territories,  and  fortv  seven 
foreign  countries. 

The  school  Is    presently  In  the  process  of  doing  a  self-study  with 
the  qoal  of  becoming  accredited  by  the  Accreditation  Council  on 
Mentally  Retarded  and  Oevel oomental 1 v  Disabilities  (AC^ROn). 
This  1s  belnn  done  1n  cooperation  with  the  Parent '  A"ssod  a  tlon  ,wh1  ch 
1s  represented  on  the    committee  conducting,  the  study. 

HSS  was  the  first  facility  for  the  men ta 1 1 v . retarded  1n  the 
country  to  form  a  JAYCEE  Chapter.    The  Chapter  has  won  numerous 
awards  for  community  work  and    other    activities.    The  school  asked 
for  and  was  granted  special     dispensation  from  the  National 
Office  to  have  a  Jayne  Chjfter.    This  was  done  even  though  the 
National  Bylaw  s  reoulre  «i  Jayne  being  married  to  a  JAYCFE  .The 
Jayne  Chapter  1s    also  very  active. 

The  school's  Music    Therapy  Group  has    appeared  on  Innumerable  radio 
and  television  programs.    They  have  been  guests    on  television 
stations  1n  New  Orleans,  and  have    made    numerous  appearances  on 
the  Owane  Graham  "Morning  1 n  .Lou  1 s  1  ana"  Show,  Channel  0, Baton  Rouge, 
La.    They  are  1n  constant  demand  by  many  civic  oroanl rations , church 
groups*  Louisiana  Conference  nf    Social    Welfare  and  by  ARC  orotiOs, 
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AMMO  Meetings,  and  have    performed  for  the    Governor  at  the  State 
Capital.    A  highlight  was  a  visit  to  Washington, O.C. .when  they 
entertained  the  Preeldent  In  the  White  House. 

The  school's  budget  has  grown  from  less  than.  $1  million  <t»  the 
present  budget  of  approximately  **?n  million*    This  reflects  the  steady 
Increases  In  services  which  today  finds  HSS  with  a  full  spectrum  of 
activities  benefltlnq  the  retarded.    The    school  1s  considered  the 
Epilepsy  Center  of  the    State  and  the  onlv  tracheotoiry  and  gastrostomy 
unit  1n  Louisiana,  housing  some  40  residents. 

Over  the  years,  the  Parents  Association  has  worked  very  closely  with 
HSS  officials  to  provide  the  best  possible  living  environment  for  the 
residents.    Contributions  Included  $67,onn    toward  construction  of  at  all 
faith  chapel,  construction  on  gazebos  throughout    the  campus,  financing 
of  an    annual  Bible  School,  sponsorship  of  Christmas  parties  and  parades, 
purchases  of  wheelchairs  t  televisions  and  other  aopHances,  providing 
materials  and  furnishings  for  both  the  gymnasium  and  swinminq  pool, 
subsidization  of  the  Industrial  Therapy  Program  and  numerous  other 
activities.  (  A  partial  list  1s  attached). 

Residents  are  regularly  entertained  through  picnics,  trips  to  State 
Fairs,  football  and  other  athletic  contests,  and  various  other  outings. 
A  group  of  "Foster  Grandparents*4  visit  the  school  several  times 
each  week  to  spend  time  with  the  residents.    The  school  also  has  a 
Parent-Surrogate  Program  with  parents  Madopt1nQMch1 ldren  other  than 
their  own,  whose  parents  have    expired.    The  participants  visit  reguJArly 
with  the  children,  giving  them  Christmas    and  Birthday  presents,  tnd  ' 
otherwise  envoklng  a    feellno    of  family  among  them. 
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Residents  of  Hammond  State  School 


Level  Mo^  Percent 


Profound                                *™  62.6 

Severe                                   114  16.6 

Moderate                                  M  11.9 

M1ld                                         45  *. 6 

borderline                           .     16  2.1 

totals  687  .                                100.0 . 


A  total  of  265  residents,  or  38. 6t  are1  non-ambulatorv.  Four 
hundred  or  58T,  are  non-verbal.    Those  without  self-help  skills 
total  275  or  40X.    Of  course,  there  are  overl applnqs ,  with  some  having 
more  than  one  d1 sab1 1 1 ty(e  .q .  blindness,  deafness). 

It  1s  difficult  Indeed  to  Imagine  that  the  iniajorl t.v  of  these 
residents  could  function  1n  a  community  setting,,  without  the  ?4 
hour  attention  that  they  require.    Many  would  be  easy  prey  for 
murderers  and  rapists  and  would  be  1n    constant  peril  from  things 
normally  considered  as  routine,  such  as  crosslnq  a  busy  street  • 
unattended.    Some  would  suffer  the  fate  of  being  a  virtual  prisoner 
behind  locked  doors  and  windows.  (A  neighbor  of  a  community  home 
recently  noted  that  since  the  hone  opened  seven  months  ago,  no 
one  has  seen  the  residents.) 

It  would  be  wonderful  1f    these  people  could  be  malnstreamed  and 
striving  for  this  goal  would  be  admirable  If  such  a  goal  were 
attainable.    Hut  the  truth  1s  they  would  be  utterly  lost  1n  a 
community  settlnq.    It  1s  wrong  to  stereotype  the  retarded.  There 
are  different  degrees  of  retardation  and  what  will  work  for  one  . 
will  not    work  for  another. 
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The  Obsess  ion  wi  th  sj  ze 
S.?15r3  provides  that  Community  and  Family  Hvlnq  facilities  will 
not  exceed  three  times  the  averane  household  size  In  the  areas  1n 
which  they  are  located..  Accordlnn  to  the  National  ARC,  census 
flnures  would  therefore  limit  the  size  of  these  residencies  to  ^ 
or  10  people.     (Units. now  havlnn  un  to  15  residents  would  be 
nrandfathered"1n) .    In  the  process  nf  settlnn  up  such  homes 
for  all  retarded  cTtTzefrs .  Title    XIX  funds  would  he  diverted 
from  units  with  more  than  1/5  residents,  thus  el1m1nat1nn  the 
many  excel  lent  larqe  scale  State- and  private  schools  throuqhout 
the  country  which  are  prnvldlnq  a    service  for  the  severely  and 
ornfoundly  retarded  that  could  by  no  stretch  of  the  imagination 
be  duplicated  or  even  aoproached  hv  small  communltv  llvlno  units. 

Proponents'  of  S.?053  seem  to  be  obsessed  with  the  Idea  that  units  of 
more  than  15  residents  are,  per  se,  verhoten.    This  alnhlv  arbitrary 
concept  flies  In  the  face  of  numerous  studies  to  the  contrary. 
Rut  formal  studies  aside,  It  should  be  obvious  that  lame  1s  not 
necessarily  bad.    just  as  small  Is  not  necessarily  nood. 

Size  of  a  facllltv  Is  nnt  as  important  as    other  factnrs  such  as 
the  nature  of  social  orouplnns.     In  larder  Institutions,  the 
residents  ennane  1n  a  more  social  behavior, particular! v  with 
peers | and  are  more  likely  to  have  intense  reciprocal  friendships 
than  In  smaller  f*MUt<*< 

Vh»  Coot  Factor 

A  common  contention  of  the  ant1 -1nst1 tutlonal  nroup  1s  that 
Institutional  care  Is  far  more  costlv  than  communl ty-hased 
residence  care.     Little  1n  the  form  of  documentation  has  been 
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Offered  In  support  of    this  position.    What  data  has  been 
presented  is  obsolete!  moreover;  the  Instlutional  costs  reported 
Inevitably  Include  the    full  spectrum  of  services  offered  by 
large  Institutions,  while  reflecting  for  the  small    units  only 
the  cost  of  hous1nq,food  and  live -In.— -s-fcrff.'    This  Is  comparing 
app>s  with  oranges . 

Despite  this  obvious  distortion,  some  studies  have  shown  that 
Institutional  costs  are    still  lower  than  those  for  small  homes. 
Given  the  Economy  of  Scale    principle,  large  units  should  hltt 
lower  unit  costs,  a  factor  commonly  overlooked  by  those  who  would 
'Insist  that  S.2053  would  save  money. 

s 

The  fact  1s  that  no    reliable    cost  data  Is  now  available.  Per- 
haps 1n  any  event  cost  should  not  be  a  primary    Issue  1n  provldlno 
services  to  retarded  people.    But'if'itls  to  be  considered,  •  complete 
objective  study  should  be  made  by  an  Independent  qrouo,  «1v1ng 
full  consideration  to  the  kinds    of    services  available  at  both 
types  of  llvlnq  arranqments/ and  t h*»  number  of  cost    units  to  which 
overall  expenses  can    be  spread. 


We  are  fully  In  favor  of  properly  staffed  and  operated  homes  for 


those  retarded  persons  who  would  Indeed  function  better  In  such 
homes  than  1n  large-scale  1nst1ut1ons.    As    parents,  we  dearly 
wish  our  children  could  fit  Into  these  homes,  hut  from  long  and 
painful  experience,  we  know    that    this  lust  cannot  be.  (If  1t 


Community 


Based  Residences 
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could,  we  would  have  our  children  1n  our  own  homes!). 

We  often  hear  of  the  abominable  state    of  some  comnunl tv~h*$ed 

residences.    Some  are  extremel y  unstable,  closlnn  abruptly  without  any 

consideration  of  or  provision  for  the  residents.    What  results  are 

forced  transfers,  which  can  he  very  unsettling  to  the*  persons  Involved. 

Proper  training  1s  often  lacMnot    and  personnel  turnover  can  be 

staooeMnn.    If  all  this  can  have  a  detrimental  effect  on  the 

moderately  retarded  person  who  mlaht  ordinarily  fit  1n  with  a 

properly  operated  home,  imanlne  what  this  would  do  to  the  severely  / 

and  profoundly  retarded  nersons.    One  authority    found  that  the 

most  dramatic  andtraolc  consenuenee  of  the  Inability  of  profoundly 

retarded  people  to  adjust  to  even  a  slnnle  relocation  from  Institution 

to  community  Hvlno  was  an  Increased  Incidence  of  death.    The  National 

Association  and  nther    orooonents  of  S.?om  should  realize  this  and  abstain 
o 

from  oromotlnn  a  pronram  which  would  experiment  with  sodolonlcal  Ideas 
rather  than    face  reality, 

Efforts  to  locate  community  homes  are  constantly  helnq  stymied  by 
nelahborhood  nrouns  who  unfortunately,  for  various  reasons,  feel  that 
the  presence  of  retarded  persons  would  somehow  adversely  affect  their 
property.    One  could  Possibly  be  supportive  of  their  oos1t1ont  1* 
severely  a,nd  profoundly  retarded  lived  1n  their  ne1  nhborhoods  tnot 
because    these  unfortunate  oeonle  would  do  anyone  any.harm  hut 
because  thev  would  be  1n  constant  danoer  of  wandeHno  offtoett1no 
last,  and  possibly  helno  Injured  or    killed.    Reoardless  of  the 
reasons  for  and  the  morality  of  the  nelohbors*  nos1t1ont  their  stand 
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represents  a  real  and  continuing  restraint  on  the  location  erf 
these  homes  1n  suitable  nelahborhoods . 

Commercial    Interests  are  now  offeMnq  community  homes,    One  could 
aroue  that  one  concern  nperatlnq  several  homes  could  throuoh  experience 
become  more  proficient,  but  what  will  haopen  1f  a  venture  turns  out  to 
be  a  money-losing  proposition?    Obviously  1t  would  be  terminated,  with 
the  residents  belnq  sub.lected  to  the  trauma  that  goes  with  transfers. 
The  profit  motive  could  encouraqe  an  operator  to  curtail  services  to 
the  detriment  of  the  residents. 

In  this  Mtlquous  aqe,  lawsuits  1nvolv1nq  defective  care  of  the 
severe  and  Profoundly  retarded  would  be  Mfe,    Government  agencies  as 
well  as  community  homes  would  be  tarqets. 

Impl1mentat1on  of  S.  ?053  would  be    an    administrative  nlqhtmare. 


Retarded  citizens  are  entitled  to  all  citizenship  rights, and    In  par- 
ticular, to  the  freedom    of  choice    of  residential  facilities  that 
best    suit  their  particular  needs.    Proponents  of  S.?053  will  point 
out  that  many  former  Institutional  residents  expressed  a  preference 
for  community  Hvlno.    The    fact    that  they  could    respond  to  a 
systematic  Interview  would  Indicate  that  these  persons  were  functioning 
at  a  reasonably  hlqh  level  and    no  doubt  did  not  belonq  1n  a  larqe 
multi-Purpose  facility  1n  the    first  place.      Compare  this  situation 
with  one  1nvolv1nq  the  severely  retarded,  many  of  whom  cannot  talk. 


R 1 9.nts  of  _ the  Severely  and  Profoundly  Retarded 
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Just  as  many  of  the  moderately  retarded  belong  1n  small  homes, 
practically  all  of  the  severlv  and  nrofoundlv  retarded  belong  1n  an 
environment  that  will  best  suit  their  needs.    And  this    1s  an 
environment  with  ?A  hour  availability  of  medical  and  nurslno 
services  and  the  sophisticated  equipment  and  other  facilities  that  <jo 
with  these  thlnas, 

At  the    national  ARC  convention    1n  Detroit,  a  panel  of  retarded 
persons  were    featured, all  of  whom  spok*  hlnMv  of  communltv- 
based  homes.    These  articulate  people  made  splendid  presentations* 
Proponents    of  S.?053  had  a  retarded  oerson  testify  1n  favor  of  the 
legislation  at  the  Senate  hearlno  on    February  *7,1*A4,  and  this 
person  also  did  an  excellent  1ob.    In  both    Instances,  the  sneakers 
were  no  doubt  thrlvlno  1n  their  community  settlnns,  with  some 
possibly  oalnfully  employed.    We  aoolaud  this,  and  reoeat  that  we 
are  stronoly  in  favor  of  properlv  run  homes  for  the  moderatelv 
retarded.    We  onlv  wish  that  all  rntnr<\e<i  oeoole  could  do  as  well 
1n  these  homes,  but  we  know  that  the  severelv  and    Profoundly  retarded 
cannot . 

Position  of  National  AffC  does  not  reflect 
that  of  «.1 1  _APC_C njte_r $_  

!n  advocatlnn  S.2n53,the  national    AT  wronolv  Implied  that  the 
state  ARC  chanters  also  endorsed  the  lenlslatlon.    The  fact  1s 
that  the  states  voted  onlv  to  suoport.  the  Mnhts  of  the  retarded 
to  live  1n  community  settlnns.    The  national  group  does  not.  soeak 
for  all  state  chapters,  and  certalnlv  not  for  the  parents  of  the 
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severely  and  profoundly  retarded  children  who  know  from  sad 

e^rience  that  they  could  not  function  1n  small  commun 1 t y- 1 1 vl 
i/n  1  ts 

At  the  recent  ARC  national  convention  In  Oetrol t ,s e vera  1  state' 
ARC  representatives  vehemently  nrotested  the  national  oroup's1' 
endorsement. with  soi,„-  warnlno  that  such  .  unilateral  -actions 
could  split  the  ARC . 

Community  placement  will  not  lead  to  Improvements 
In  f unct  lJUULLJ AvAlj  

<• 

There  1s  no  clear  evidence  to  support  the  relative  sunerlortlv 
of  community  placement  .nartl cul arl v  for  the  tvoes  of  severely 
handicapped  residents  who  constitute  the  bulk  of  the  current 
instiutlonal  ddou   .tlons.  despl te  assumptl on  to  the  contrary 
reflected  1n  the  proposed  leolslatlob. 

The  role  of  parents    _  — 

Throuqhout  history  of  the  an 1 1  - 1 ns 1 1  tut  1  on  movement,  little  If 
anv  Input  has  heen  asked  of  the  narents  of  severely  retarded 
children.    This    tvpe    of  aonroach  Is  usually  taken  by  thos* 
"professionals"  who  discount  the  oolnlons  and  feellnqs  of 
parents,  relvlnn  on  their  academic  tralnlno  that  often  leaves 
little  room  for  iudnements  based  on  the  out  experiences  of 
parents.  '  Rut  to  Ictnore  oarents  and  to  write  them  off  as  not 
helnn  emotionally  conditioned  to  know  what  Is  reallv  best  for 
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their  own  flesh  and    blood  1$  not  onlv  unfair,  hut  rather 
foolish.     It  may  come  as  a    .surnrt si>_t.o  some  tb.at.the  narenis 
know  more    about  their  children  than  the  nrofesMonals  do, 
especially  those  experts  who  mav  have  spent    only  a  few  minutes 
or  no  time  at  all  with  the  children* 

One  nood  thlnq  that  has  come  out  of  the  ant1 -Institution  movement 
and  Its  climax  1n  the    drafting  of  S.^OM,  1s  that  the  parents  are 
now  alerted  as  to  what  Is  nolnn  un,  and  their    nresenee  1s  at 
last  belnn  felt.    Parents    Network    and  other  arnuns  are  In  the 
midst  of  pronrams  Informing    the  parents  and  educating  those- 
wel 1  - -mean Inn  people  who  do  not  have  retarded  children  and  are 
therefore  not  aware  of  the  need  for  Institutions  that, noble  thounh 
it    may  sound,  the  concept  that  alj,  retarded  nersons  should  be  1n 
community  homes  1s  wholly  unrealistic.    The  parents  are  also  lettlnq 
Washington  know  where  they  stand, 

Summary  and    Cojk1jjjJojis_  _ 

We    are  stronqly  opposed  to  Senate  B111    ?053  for  the  followinq 
reasons  • 

1.    It  would  divert  Title  XIX  funds  from  larne-scale  Institutions 
to  tflVJll  communl ty - 1 1 v1 ne  units,    resultlno  1n  the  closure  of 
the  former,    Larne  scale    schools  -sttte  and  orlvnte  -will  always 
be  needed  for  the  severely  and  nrofoundlv  retarded  who  reoulre  M 
hour  attention  and  the  ready  availability  of  medical  and  nurslnn 
care  with  the  sophisticated  enulpment  that  noes  with  these  thlnns. 
Larne    and  small  units  are  not  mutually  exclusive.    Both  are 
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"rt*pedr~D"ne  "cannot  sterentvne  the  retarded  which    S.'OM  tends  tn 
do'=.    There  are.,  dl  f  feren  t    denrees  of  retardation,  and  what  will 
wtfrk  for  one  will  not  wnrk  for  annther.  'And  belnn  Mn  Is  not 
necessarily  had,  lust  as  belnn  small  1s  not  necessarily  nnod. 

|.  There  1s  substantial  opnosltlon  tn  This  comes  from 

tate  ARQ  chapters,  and,  more  Imnortantl  v,  f  rnm  parents  of 

retarded  children. 

|3.    There  Is  no  question  that  some    retarded  nersnns  can  function 

(well  1n  snail  homes,  and  sufficient  funds  shnuld  he  made  available 
\  .  •  * 

so  that  all  oersons  1n  this  cateoorv         nlven  the  oooortunltv  of 

V 

llvlnn  In  properly  operated  communltv  homes.    But  to  anolv  this 
premise  across  the  board    1s  shrer  lunacy.    It  should  be  obvlnus 
that  1f  a  severely  retarded  nerson  could  fit  1n    with  a  community 

0  t 

llvlnn  sltuatlnn.  his  parents  wnnld    have.hlm  1n  their  own  home. 

4.    We  maintain  that  an  Independent, thorounhlv  nblectlve  cost 
studv  would  reveal  that  ner-dlem  costs  of  small  homes  would  he 
hlnhter  than  1n$t1ut1on  costs.    Those    holdlnn  the  onnoslte  nos1t16n 
use  stale  data  which  innores  the    Ecnnomy  of  Scale  orlndnle,  and 
compares  costs  of  a  continuum  of  service  available  at  larne 
Institutions  with  slmole  room  and    board  costs  of    community  homes. 
What  the  prononents    come  un  with  1s  definitely  slanted  aoalnst 
institutions.  / 

*.The  Instability  of  community  homes  and  the  traumatic  effect  reasslq* 
ment  would  have  on  retarded  persons   as  homes  abruot'v  no  out  M 
business.     Attitude    of  nelohbnrhond  nrouns  nnnoslnn  location  on 
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homes  1n  their    areas  1s  already  creatlno/problems  1n  locatlno 

\ 

retarded  persons,  with  the  llkllhood  that  the  solution  wl^l  He 
In  openinn  these  homes  1n    1*s*  desirable  areas. 

6.  It  would  be  hlnhly  arbitrary  to  dismantle  schools  which' 
over  the  years  have  evolved    Into  fine  InsHutlons  simply  to 

test  the  Idea  of  a  relatively  small  oroup  that  1nst1tut1ons,per  se, 
are  bad  and  that  small    community  hones  will  he  the  answer  to 
everything.  ..*>•-' '  ^ 

7.  The  national  ARC    and  other  qrouos  wlshlno  to  mainstream 
all  retarded  citizens,  and  ourselves  really  have  a  common  qoal : 

,we  want  the  best  for  ttiese  citizens.    It  1s  Indeed  unfortunate  that 
we  are  Involved  In  a  lame  vs.  small  dichotomy.    There  really  1s 
need  for  both  tvpes  of -environment.    It  1s  our  ho"e  that  both 
factions    can  unite  .1n  a  prooram    that  will  Indeed  benefit  the 

.retarded  citizens,  Including  those  that  are  severely  and 
profoundly  retarded. 

^nhmlttpd  *w: 
Parents  Aesocintion 
Hammond  State  School 
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Tha  following  art  soma  of  tha  acooc?Ushnaata  of  tha  lar«cti  Association 
ainca  it  vu  org  an  Is  ad  at  tha  m4  of  1964. 

Oar  first  projaot,  finale  lag  a  bristly  pa  la  tad,  woodan  faoca  for  a  play- 
ground mi,  uaad  by  tha  amallar,  aa*«latavy  eaUldram,    ThU  has  siaoa  bsaa  ra- 

lOCatsd  and  roplACod  With  •  MN  dUTabla  Mtil  fOBCO. 

Tha  oast  major  undertaking  was  buying  tha  colorful  tractor  train  and 
ooacbaai  that  atill  giva  ao  much  plaasnrs  to  tho  raaidanta ,  aa  thay  rlda  around 
tha  grounds  and  la  various  paradaa  ia  tha  soorTonndlng  axaa*. 

Through  tha  yaara  aaay  diffaraat  typaa  of  picnic  tablaa  and  bancbaa  hava 
bnaa  poxohaaad  and  plaoad  around  tha  grounds  for  tha  coavaalamoa  of  tha  raaldanta 
and  tha lr  visitors*  ' 

Funds  war  a  implied  for  tha  finishing  mat aria la  and  furniablnga  for  both 
tha  Gymnasium  and  fv  laming  fool. 

Naadad  matariala  vara  purohaaad  to  build  tha  boat  pavilion «  naax  tha  gym- 
naaiua. 

To  protact  tha  raaidanta  and  thair  vial tor a,  from  tun  and  rain,  funda  vara  givan 
to  build  tha  gaxaboa,  that  dot  our  compound. 

Tha  Industrial  Tharapy  program  vaa  abla  to  ba  a  tart  ad  haoauaa  of  our  ability 
to  subaidisa  thia  activity. 

Much  naadad  linsns  vara  auppliad,  during  aona  ot  tha  paat  linan  ahortagaa* 

Our  All  raitha  Chapal  Building  fund  raiacd  $67,000.00  in  addition  to  tha 
$100,000.00  that  Mr.  Blllupa  oontributad.    Thia  anablad  ua  to  build  and  ©omplataly  a 
furnish  our  Chapal  and  officaa,  ia  a  mat tar  of  four  yaara. 

Our  annual  vacation  Bib la  achool,  organicad  by  Brothar  T.  V*  Ovsn*  ia  finaacad 
from  tha  Chapal  Fund. 

filnca  building  tha  Chapal  va  hava  lmprovad  tha  out  a  Ida  by  craating  a  baauti- 
ful  littla  patio  batvaan  tha  Chaplain1 a  officaa  and  tha  Prayar  noom.    wa  alao 
changad  tha"  lighting  ay  at  am  and  now  hava  a  much  brightar  and,  prattiar  In  tar  lor* 
Bafaty  glaaa  vaa  Ins  tail  ad  and  a  complata  sound  ayatam  that  can  ba  uaad  la  and  out 
of  tha  building  vaa  purohaaad* 

Tha  chapal  rund  has  paid  tha  coat  of  fanolag  la  our  Camatary,  aractlng  a 
lovaly  wrought  iron  antraaoa  with  tha  school  *a  nama  and  alao  build  a  baautlful* 
granlWmonisamat ,  In  honor  of  thoaa  raaidanta  who  ara  bur  lad  thara. 

Christmas  ia  baautiful  at  tha  achool.    Thia  ia  a  Una  of  graat  activity  for 
tha  childran,  staff,  psranta  and  fr lands,    A  Christmas  parada  ia  organicad  and  travals 
tha  vhola  campua  ao  that  all  raaidanta  earn  viav  and  an  jay  tha  svaat.  Christmas 
partiaa  ara  bald  la  all  araaa  with  23  iaata  dausas  tha  cantar  attraction. 
Cfcriatmas  morning  all  raaidanta  who  ara  aaabla  to  ba  at  hmmt  racaiva  a  apacial 
gift.    Tha  ataff  ammbata'  ara  alao  roskombmrad  with  a,  amall  Chriatmas  nam  into. 
Thia  program  haa  bacoma  such  a  tradition  that  all  tha  raaidanta  look  forward  from 
ona  ya&r  to  tha  naxt  for  this  saaaon. 
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.i.  ^J^^5h  °"  y**X*       h**-  •Wpli«d  wch  i)Md«)  ltaa.  mm  «uhui,  dryara 
"H»  for  eric,  C.  B.  rmMo.  and  .  apodal  Umm  momx  for  th.  play  Jm,. 

Wa  hava  baan  abl.  to  undarwrit.  th.  pafelloatlo.  of  tha  ChdV'a  fir.t  albo 
and  alio  g.n.roualy  contributed  to  thaix  waahlagtoa  trip. 

«v.ry  you  wa  financially  aaalat  la  th.  IwUt  Progroa. 

.       -!»h!**  !d4^t°  *"*  •OCT-ul*t*«  to  pcorlda  two  ■tattoo  wagona  and 

J?^  1°'  !**  8oclU  fl,rTle-  »*««■•«*.    Am.  ar.  u^^Sa^orT 

our  raaldanta  to  tha  rarioua  ,*rt.  of  tow  that  raqalra  traMportatlon?^^ 

Mr   >  "!  "!*b^?l,*d  •  Tl"u*1  »«ord  of  oar  pa.t  avarlataadaota .    Ueturaa  of 
^J"  ^^i11  °  ^       M9«  l~  Hor,«,  vara  nada  f^T-aii  ^  J 
laatallad  1a  tha  lobby  of  tha  acbool.  ' 

L.ai.l^ori*,1^i"^1I•  "T*""  k"P*  lB  c1°"  conUct  »lth  Stat.  •«>  t*toMl 
«t^.J  n»  „  Jf*  b-"  *°  lMU"  th*t  °"  -chool  would  not  b.  wiSou" 
bud^a  i£!  J?9 ^  Crl,M*  Mra  ^•trUMntal  la  having  thaichool'. 

ob^^f  th.  Gov.rr^r  for  hi.  .id  in  ..curl*,  houain,  and  financial  h-lp  to 
obtain  tha  n.ca.aary  Heal  paraonnal  that  waa  naad.d.    our  political  i^Tclr—ant 

.-a  fon«t«ntly  trying  to  noka  the  public  awara  of  tha  Haaaond  Stat.  School 

*nd  aduoata  thoa  to  tha  naada  of  our  chlldran.  ^ 

r.  f*"'*4  •  •P«oi«1         to  fumlah  a  -Morka  AotlTlty"  building  that 

tha  Stata  haa  built  for  tha  aohool. 

rm.tA.IV"!  PJ2T  y*M  b0U,ht  to  b*         *°  «•»■  tha-  In  all  araaa,  mo  that  tha 
raaldanta  could  ba  antartalnad  with  aualc  and  aong. 

alactrlfa  »!!?„P'"fct!  h'V*  !  '"I"  ro°"  bullt  to  bou"«  "  c^plot.  collactlon  of 

wllfco^;  '  a  9lVeft  '0r  °"  "^°^t  of  th.  raaldanta.  This  collation 
win  oorar  an  arc.  of  64  aquara  faat.  ********** 

for  outdoor  plcnlca,  ho.  boan  davolopad,  thl.  naana  ab.lt.ra,  tablaa, 
bwchea,  barbacua  pit.  mrt  v.t.r  f.cllltl...    flfl.  «.  f..!  ls  i.portMt  a.  It  will 
prowida  •  ap.c.  «bara  prlvata  gatharlnga  can  ba  had,  right  on  thVaohool  ground.. 

A  r.ry  ganaroua  contribution  waa  glwaq  to  tha  •Malk  Down  llgbway  1"  proMotlon 
to  ralaa  fund,  for  tha  XnUrnatlooal  spMlal  Olyapic..  r 

In  anawar  to  an  «Mrgancy  plan  fraa  our  gtparlnt.afliat,  fund.  war.  wad. 
•w^labla  to  purchaao  an  aoto  ol.r.  cart  to  oosplat.  tha  wit  pewwited  by  tha  atoto. 

hv  T*.1"**  T00  B,*a*  ¥itWa  tta  atrr *tnta  1(0.01  bar.  bw  w>irad 

by  tha  Parant.  h.^odatleo  and  th.  Coi-al,  «r»rXU3  oloooly  to^thw,  for  th.  banaflt 
J     t. ",1<Unt"-   n*1'  l«  tha  raanon  for  Mr  toroUtlw,  flrwt  for  th.  good  of 
TT"'  «na  P«*~tlno,  iNwawkUy  to  aid  th.  .chool,  our 
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Concerned  f;ami  1  ic-s 
of  Itn z u  1  wood  l:ac  i  1  ity 

Mr.  Chairman  and  members  of  the  Health  sub -commit tee.     My  name 
is  Louise  Underwood  and  1  represent  over  1000  caring' and  concerned 
families  of  the  mentally  retarded  from  the  state  of  Kentucky. 
Those  families  arc  well  satisfied  with  the  care  our  children  and 
.;    relatives  receive  in  our  fine  state  and  private  residential 

i 

,  institutions  for  the  mentally  retarded.     If  I  may,   I'd  like  to 
*> 

give  you  the  results  of  our  experiences  with  institutional  care 
and  community  care  in  Kentucky  over  the  past  10  years. 

As  one  of  the  leading  states  *  in.  developing  community  services  for 
the  mentally  retarded  in  the  early  1970 1 5  f  Kentucky  started  a 
program  called  the  "Circle  of  Care"..  The  purpose  of  the  program 
was  to  place  MR  children  back  into  communities  under,  the  supervis- 
ion of  Regional  Comprehensive  Care  Centers.     At   face  value  the 
program  appeared  to  be  a  good  one  hut  after  operating  about  three 

years  it  was  abandoned.     Pour  monitoring,  excessive  cost,  and 

/ 

sell  interest  resulted  in  inadequate  care,  neglect  and  even  d?ath 
for  some  of  our  helpless  MR  children.     Some  are  alive  today' 
because  they  were  fortunate  enough  to  be  returned  to  the  safety 
of  our  state  residential  facilities. 

In  197  5,  Kentucky  began  another  well-meaning  deinstitutionalization 
effort  callod.  the  "New  Direction*  Program".     Again,  millions  and 
millions  of  dollars  were  poured  into  another  program  designed  to. 
.  care  for  the  mentally  retarded  irrthe  community.     Tins  time  the 
state's  child  welfare  department's  sucial  workers  were  plugged  into 
the  system  to  assist  the  comprehensive  care  centers  social  workeis 
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til  uuiu  lurinu  placements  alter  the  UiiUhcu  lull  lite  sUile  ni!iLitnt 
ions.    Tho  program  looked  -great  on  papcrl  "  Part  of  the  program 
involved  placing  piol'uundly  retarded,  nonambulatory  children   into  ' 
the  very  best  commun i ty  sk i  I  led  nursing  facilities.     However,  before 
lon^  problems  began  tu  develop.     Monitoring  by   inexperienced  social 
workers,  conflict  between  agencies,   improper  or  inadequate  placements 
v  and  increasing  cost  all  began  to  lead  to  neglect  and  rapid  movement 
from  one  type  ^jf  placement   to  another,     Children  became  lost   in  the 
system.     Our  Hazel  wood  children  who  were  placed  into  Very  fine 
community,  s-kilVcd  nursing  facilities  started  to  deteriorate  and 
some  began  to  die.     One  of  our  friends  at  the  facility  did  a  study 
and  found  that  '}\\c  life  expectancy  of  a  profoundly  retarded,  non- 
ambulatory person  with  no  self  help  skills  and  who  had  chronic 
medical  problems  had.  a  life  expec  tanc  y»  o  f  8,8  months  after  leaving 
Hazel wood,     A  similar  type  of  child  at  the  facility  but  one  who  was 

too  weak  to  be  placed  into. the  community,  had  a  life  span  of 

.  ->  f 

YbAIUS  at  llazelwood.     1  want  to  emphasize  that  only  the  healthiest 

and  strongest  left  Hazel  wood  for  community  placement'.     Once  they 

were  in  the  community,  their  life  spans  were  dramatically  shortened. 

In  April     1978,  Roger  T /  (  an  18  year  old  young  man)  was  placed  out 

of  Hazel  wood  into  w  very  good  community  skilled  nursing  facility 

which  specialized   in.  en  ring   fur  muIi  pei'Muis,      live  days"  alter  U-nviuj' 

Haze  I  wood*  J  he  died,  '     Roger's  death  and  the  deaths  of  others  resulted 

in  a  suit  against  the  state  of  Kentucky.     Because  the  state  agreed 

to  halt  such  common i t >  placements  the  suit  was  dropped.     This  time 
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it  had  taken  the  lives  of  some  of  our  meat  a  I  I  y  retarded  child  run 
to  inform  the  pro>f  ess  loan  1  s  what  we  as  parents  and  relatives  had 
already  known.     'I hat   is----     If  our  children  could  have  been 
adequately  cared  tor  in  the  community,  wo  would  have  kept  them 
at  home  with  us  in  the  first  place!! 

.4  In  1979  Kentucky  began  a  third  deinstitutionalization  effort  and 

called   il    the  "New  Neighbors   I'rogram",     Ag;iin,    I  ho  state  had  the 
non-profit,  comprehensive  care  centers  playing  a  major  role  in 
the  program.     This  time,   however,    the  state's  own  ChiWl  Welfare 
social  workers  were  not    included  in  the  after  placement  monitoring 
process.     In  previous  deinstitutionalization  efforts  these  state 
Social  workers  had  made  the  comprehensive  care  centers  too  uneom- 
fort  able  by  reporting  too  many  problems.     I  should  like  to  remind 
you  that  these  community  comprehensive  Care  centers  are  now  functionin 
at  less  than  5  0%  capacity  then  when  they  were  back  in  the  days  of 
plenty,     Some  in  Kentucky  have  taken  bankruptcies  and  others  are 
fighting  for  their  financial   survival,     Staff  have  been  reduced, 
personnel  turnovers  are  'frequent  ami  funding  Sources  are  becomming 
increasingly  uncertain.     In  spite  of  all  this  instability,  Kentucky's 
Division  for  Community  Services  again  contracted  wit-h  the  Comprehen- 
sive Care  Agencies  and  continues  to  use  them  to  develop  placement 
Sites  and  then  to  do  their  own  monitoring.      It    is  quite  believable 
that  the  Comprehensive  Care  Centers  are  not   going  to  find  fault 
with  a  program  from  which  they  financially  benefit  and   it    is  conceiv- 
able that  the  state's  Division  may  Jies itnte  to  criticize  its  own' 
progiiim  if  things  don't  go  well.     Again,  the  welfare  of  our  children 
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'is  exposed!     This  I  i  nic*  Ihu  si,,u-  vsuciiij   workers  ..re  nul    mi  Ihc  f  i  el  d 
to  monitor  what  15  happening  tu  ou\  children,     Twice  before, 
deinstitutionalization  programs  coul\l  not  function  even  in  tunes  of 
better  funding,  more  personnel  and  mo\c  resources  so  it  is  no  wonder 
that  we  have  again  began  to  hear  of  ahu*\e  and  neglect.  Recently 
we  were  able  to  obtain  a  lew  snmpl e\  repots  concerning  some -of  the 
children  placed  into  community  placements  \rom  state  residential 
institutions  under  the  Noh  Neighbors  Program.     i  have  attached  Copies 
of  these  reports  to  materials  I  gave  to  the  committee.     These  reports 
show  that  many  of  the  community  placements  are  anything  but  successful 
when  you  compare  the  Care  these  MR  persons  received  in  our  state 
residential  institutions. 

We  parents  and  relatives  of  the  mentally  r,tart\ed  in  state  and  private 
institutions  number  over  1  000  families  hi  Kentucky.     We  have  had 
extensive  experiences  with  community  placements.     We  know  that  comm- - 
unity  placements  are  not  appropriate  for  all  types  of  mentally 
retarded  children,     We  know  that  there-  is  a'  significant  difference 
between  the  following: 

1)  A  profoundly  retarded  child. 

2)  A  profoundly  retarded  child  who  is  non-ambulatory  and  who  has 
minimal  self-help  ski  I  Is. 

3)  A  profoundly  retarded  child  who  Is  non-ambulatory  and  who  has 
minimal  or  no  self-help  skills  and  who  is  further  effected  by 
chronic  medical  problems.    Children  to  whom  a  common  cold  becomes 
life  threatening  pneumonia  because  their  immunological  defense 
systems  functjon  poorly, 

Many  authors  of  community  MR  programs  deal  with. the  later  two  catagories 

of  MR  children  by  omission.    As  an  example,   1  am  including  to  the 

committee  a  copy  of  one  such  program  designer's  definitions  of  various 

classifications  of  Mental  Retardation.     In  it  he  completely  ignores 
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the  existence  of  the  very  type  of  child  that  tills  our  lla^elwood 
facility.     Such  children  as  the.se  nuike  up  approximately  10-15$  of 
all  menially  retarded  children.     Such  childreu  would  die  without 
intensive,  ongoing  and  wel  1  %mon  1  to  red  care  as   is  found  in  Kentucky's 
state  resident  Lai  institutions. 

This  type  of  mentally  retarded  child  cannot  he  success  fully  placed 
into  community     settings  unless  tjx  payers  are  ready  to  spend 
-.upward*  of  S-lOjJUU.   PKK  YUAN  per  child  (just  to  start  the  plaeemeiit)  . 
Attached  is  a  copy  of  correspondence  identifying  this  amount  as  the 
cost   for  one  of  Hazel  wood's  residents  who  was  to  be  placed   into  the 
community.     The  cost  of  care  for  tbis  young  man 'was  computed  by 
Kentucky's  Division  for  Community  Services  who  are  very  eager  to 
place  children  out  of  our  fine  state  institutions.     Knowing  them  as 
I  do,    1  would  say  the  figures  probably  fall  short  of  the  true  cost 
of  community  care  lor  this  perso.u      Since  this  particular  resident 
uf  Hazel  wood  is  one  of  our  few  higher  functioning  individuals  who 
has  no  medical  problems,  community  care  very  well  may  be  appropriate 
•or  him.       hut   -    -considering  cost  by   i  t so  i  I" •  -  -  t h  i s  young  man 
has  available  to  him  at  Hazel  wood  every  conceivable  type  of  service, 
therapy,  medical  care  and  teaching  staff  at  a  cost  uf  $23,001).  per 
year.     The  price  for  providing   in  the  community  such  resources  as 
is  available  to  him  at  Hazel  wood  would  exceed  $  1  00,000.   per  year  if 
you  could  get  it.     But  you  can't  get   it   in  the  community.     How  many 
of  you  know  doctors,  psychologist  or  physical   therapist:,  who  make 
house  '-.ills'/       In  some  areas  of  Kentucky  there   is  not  ;i  doctor  for 
SJ  miles  and  not  :i  physical   t  he  raj)  i  s  t  "Tor  V0  or  more.     The  Maze  I  wood 
chiidieii  in   whom  i   speak  not  only  j^uune  ongoing  preventive   med  j  cii-t  * 
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curt'  hut-  medical   tiojtiuenl  that  must  be  rapidly  available   if  it  is 
to  he  effective, 

w. 

Anuther  type  of  mentally  retaided  person  poorly  suited  for  community 
placement   is  one  who  has  severe  behavioral  problems.     Some  mild 
behavior  problems  may  be  successful  but  I  am  concerned  .about  the 
more  severe  situations,     I  am  giving  the  committee  copies  of  sample 
reports  I  obtained  which  show  what  has  happened  to  such  mentally 
retarded  persons  and  to  the  individuals  who  cared  for  them.  Imagine 
the  actual  cost  of  taking  care  of  a  MR  person  with  severe  behavioral 
problems  in  the  community  wliereby  sometimes  one-to-one  care  around 
the  clock  is  not  sufficient. 


my  points  or  conci-rn  ake  thbse: 

I-  Community  c^are  is  NOT  less  expensive  than  institutional  care  for 
some  children.     Indeed,   it  is  far  more  costly  than  institutional 

care, 

~ "   Institutional  care  can  provide  more  services  at  u  lesser  cost  for 
many  children  because  all  services  arc  located  in  the  same  facility, 
This  is  especially  true  for  MK  children  who  require  a  higher  level 
of  care. 

3-  There  are  insufficient  numbers  of  doctors  G  therapists  available 

in  all  communities,  to  travel  from  home  to  home  in  order  to  provide 
good  care.     liven  if  there  were,   the  cost  would  be  out  ol  sight. 

<\  .  Community  care  programs  for  the  mentally  retarded  handled  through 
the  Coinpiehi'us  i  vc  Care  Centers  have  not   been  a>;  succe-.  >lui   as  the 
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various  Associations  for  Retarded  Citizens'  Public  Relations 
men  would  have  you  believe.     Kentucky  has  gone  through  Hi  rut- 
such,  efforts  and  spent  millions  of  dollars  with  little  to  show 
in  proportion  to  the  amount  it  used. 

liffectivc  Community  care  programs  for  the  Mentally  Retarded 
must  be  operated  directly  by  state  agencies  who  are  directly 
responsible  for  them.     Con t mutiny  out  for  services,  even 
with  the  best  monitoring  system,  still  adds  excessive  layers 
of  administrative  cost.     An  example:    The  state  division  for 
community  services  in  Kentucky  contracts  with  the  Revert 
Counties  Comprchens'i vc  Care  Centers  for  community  services. 
The  comprehensive  care  center  subcontracts  with  the  Council 
for  Retarded  Citizens   for  these  services.     The  Council  then 
subcontracts  with  Community  Living,  Inc.  who  finally  yets 
the  job  done.     Imagine  how  much  money  is  wasted  through  all 
these  layers  of  administrative  contracting.    There  are  simply 
too  many  fingers  in.  the  pie!        Community  care  for  the  mentally 
retarded  is  becomming  a  very  large  and  lucrative  business.  It 
provides  a  solution  for  various  organizations  who  are  eager 
to  maintain  their  financial  security  and  expand  their  areas 
of  inf  Luetic  e  -  -  -  -  ■  -and  this  is  not  always  in  the  best  interest 
of  the  mentally  retarded  child, 

It  is  no  more  correct  to  say  that  one  form  of  taie  is  right 
for  a  1 1 
only  on 


types  of  mentally  retarded  children  that    it    is  to  mi) 
L o rm  u f  mod  i c a t  ion  is  correct   f o r  all   ID i o f  ill ne • 


but  another  el'furt,un  the  part  of  professionals  uho 
Iii  vo  i   denial  i  lot  i  on  a  1  i  z  a  t  i  on,  to  try  to  close  out    t  me  .laJ.^. 
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and  private  institutions,     We  have  dealt  with  these  Association* 

lor  the  Retarded  for  years  and  although  their  strategies  cLinj-e 

their  ultimate  yoal   regains  the  same.     At  home  1  have  a  j 

newspaper  clipping  from  several  years  aKo  that  quotes  one  ! 

of  I  lie  Association's  officials.     It  boldly  states:  j 

"in  our  plans  there  is  no  room  for 
institutions,  1  a r«e  or  small".  f 

1  can  assure  you  that  this  association  does  not  speak  for 

overturn)  families   in  Kentucky  who  want  Kood  institul/onal 

care  for  their  ch i  ldren ,  such  as  we  have  in  Kentuck/ 

f 

8.    If  .Senate  Bill  2053  is  approved,   I  can  assure  you/the  cost  of 
care  tor  the  mentally  retarded  will  greatly  increase  while 
the  c,uality  of  care  will   shrink.     The  victims ^Vi  1  be  our 
children!  ' 


In  closing  I  should  like  to  offer  a  few  suggestions  that  mijjht 
continue  the  same  level  of  services  and  at  the  same  time  reduce 
the  'cost  of  such  services: 

A/  There  are  many  Ml<  persons  who  do  not  require  ICI7MR  level 
of  care  and  who  would  do  well  in  a  lower  level  of  care  such 
as  PERSONAL  CAM:  wi  tlf  attached  MJl  progrn  mining  (PC/MR),  Personal 
care   is'  less  expensive  than  Intermediate  Care.     .Such  a  level 
of  care  touid  be  o  He  red  both  in  institutions  and   in  the 
community. 

15/  listablisli  .i   u-vel  of  care  higher  than  the  current  ICl/MK 
U*VI'I-       s,,ch  a    level   lUiiJd  be  called  Skilled  Nursing.  M!< 
l-SN/MUj.   ||,IS  |rvt.j  UlU,|j  v.in|,jM,li;,L.  skiiu-d  nur-.in,:  ...id  ...ed  u ..  I 
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care  wi  th  prog  rams  to  provide  stimulation  for  the  purpose  ol 
preventing  regression.     Heavy/ intense  training  in  self  help 

c 

skills  would  not  he  necessary  lie  re  because  many  of  these  eh  i  hi  run 
function  at  loss  than  a  one  yoar  level.      With  permanently 
damaged  nerves,  and  muscles,   the  expectations  of  those  children 
developing  sell  help  skills  is  remote,  at  best,  Since 
intense  programm  i  ng  ;uul  training  accounts  for  65  to  70t  ol' 
the- cost  of  operatingan  ICIVMil,  a-  s  ignif  icunt  reduction  in 
cost  could  be  realized, 

17  Public  law  U4  - 142  is  excellent  for  the  handicapped  and  some 
higher  functioning  MP  children,     But  for  profoundly  retarded 
children  who  are  non-ambulatory ,  who  have  no  ability  to  comm- 
unicate, who  have  no  self  help  skills,  who  are  chronically 
ill  and  who,  because  of  permanent  brain  damage,   function  at 
less  than  one  year  level  and  .who  will  always  be  dependent--- 
I   feel  that  busing     si.ch  children  as  those  to  schoo)  'tcross 
town  on  coh1  winter  mornings  is  not  normalization  but  speaks 
more  of  child  abuse.     Yet,  we  do  this  very  thing  to  some  70 
..children  at  Hazel  wood  each  day  because  the  officials  su^y  we 
must  do   it  to  obey  the   law.     Some  of  these  children  who;  require 
physical  therapy  i  no  filer  to  stop  contractures  from  developing, 
must  wait   to  receive  t  h     therapy  until  their  iittio  tirid  \^ 
bodies  ainvr^4K^k  a*   lla  zol  wuud ,    late   in  the  day.     The  vWy  \ 
programs  tlw  »<.■  schools  oiler  las  well  as  the  various- therapies 
which  they  .In  no  i  ;  a  i  e  all  available  at  llazoiwood  AT  A  I'AU 
LHSSIStt  COST. 

U/   Kent  u%  ki    ii"iiul>    ■  i.nicil  piovi.hug  an  opt  ion   loi   Me<l  u  ,i  I 
Ass  i  .  i  .iik  c   i  s:  p  iv    'illu  i    1)1    c a  i  e   i  n    ins t  1 1 ut  ion:,  oi    h>i    i  .« i  i 
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in 'the  community,     It  is  called  Alternative  Intermediate 
Services/Mental  Retardation  or  A1S/MK  for  short.     In  other 
words,  the  state  has  just  begun  to  I' i nunc  i a  1  ly  support  a 
system  oi"  careyiuited  to  the  needs  of  the  mentally  retarded 
individual.     Provided  it  does  not  become  too  costly,  I 
believe  this  is  the  answer  to  the  care  that  all  of  our 
mentally  retarded  children  require.  „  • 

1  thank  you  lor  your  time  in  letting  me  express  the  feelings 
oi"  our  many  Kentu  \y  families.     As  you  know,  we  are  people 
who  must  work  for  a  living  and  must  take  time  from  work  to 
plead  t ho  needs  of  our  children.     Since  we  are  not  endowed 
like  the  various  Associations,   I  can  say  as  parents  and 
relatives  of  the  mentally  retarded,  t ha t  our  concerns  are 
sincere  and  without  any  motive  other  than  good  care  for  our 
very  special  children. 


-  Lou  i  se  Unde  rwood 
President,  Concerned  Families 

■   of  Hazel  wood  Facility 

February  nt  1984 


Address:  .U2.!)~Bunk  St 

l.ouisvi 1 lo,  Ky;  40212 
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hon  ct;on  ami  Advocacy  Ptvmon 


COMMONWEALTH  OF  KENTUCKY 

OFFICE  FOR  PUBLIC  ADVOCACY 

State  Office  Owldlnfl  Anno*,  Frankfort,  Kentucky  4Q001 


Dofenie  Sorvicoi 
Invftttlftttlvt  Branch 


Public  Defender  Oivim.u 


July  25*  1963 


Dr.  Jeff  Btrully 

Boven  Counties  Services1  

Box  628 

sterks  Building 
Louisville,  Xentuoky  40202 

Dear  Dr,  Btrully i 

I  am  ft  bit  oonfused  about  the  stexus  of  _ 

application  to  the. AIl/Mit  program*  As  I  mentioned  to  you,  X  wee 
told  by  Mr,  Bill  Draper  thet  teWe  estimated  oott  for  oommunity 
living  has  been  Pleood  et  S4Q,0Qb.  I  wee  later  informed  that  * 
deoition  nee*  in  sect*  oeen  meaei  on  ejejejejejeeeejel  eooeptenoe  to 
thie  program.  Pleeee  edviee  me  /if  e  deoieion  bee  been  made,  if 
the  otftt  estimate  hae  been  established*  and  if  thoee  aeven 
reeidentiel  elote  ere  taken. 

X  understand  that  there  may  be  kome  expensive  ipitiel  flojte  in. 
moving  MeeeMeW  into  hie  own /apartment.   Early  next  week  I  will 
be  receiving  a  report  from  Ha if 1 wood  XCF/HR  ae  to  whet  equipment 
belongs  to  Ms?  already  and  the/purohaae  ooet  of  any  equipment  Mi 
might  need  and  doee  not  own*  ft  am  aleo  eager  to  work  with  Me. 
Casiidy  in  identifying  other  resources  in  helping  ee«  establish 
himeolf  in  a  new  home  in  an  inexpensive  manner* 

I  would  hope  that  before  a  final  deoislon  as  to  costs  or 
acceptance  is  made  from  you4  agenoy  that  you  would  allow  eVI 
MseVsl  time  to  obtain  another  oost  estimate  if  deemed  neoessary, 
' and  to  speak  with  you  about  the  quality,  of  the  living  situation 
e>  ohooses  to  plaoe  himself  in.    I  would  assume  that  you  would 
give  his  guardian  and  myself  as  his  representative  that  some 
opportunity • 


Note:  At  Ha^elwood  1CF/MR  this  person's 

care  cost  $23,000  per  year  as  opposed\ 
to  $40,000  per  year  plus  Initial  cost  J 
of  moving  &  setting  up  the  apartment 
plus  medical  needs. 


^  9  i  ■ 
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I  am  sure  that  we  can  work  together  to  ensure  that  the  procedures 
taken  to  determine  hiB  eligibility  are  working  towards  MS' 8 

benefit. 


Sincerely, 


Pam  Clay,  Residential  Advocate 
Protection  and  Advocacy  Division 


PC/oyd 


Ms*  Paula  Corbett 


\ 


O    .  33-270  0-84  34 
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MARCH  14,  1978 
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e/im^o  3/14/78°  b6en  PlaC6d  °Ut  °f  Hazelw°°d  from 
criteria,  6 1W°0d  after  Placeraent  <did  meet 

77    Permanent  transfers 

_1    nnlidfnrS^°^admi"ed  ??  Haze lwood  for  treatment  but 
  only  for-  holdover",  until  they  could  be  sent  to  TIP  home. 

76    Residents  transferred 

is  J^JlSh!  transfer ,  Life  span  for  those  who  died ' 
is  8.8  months  (average).   20%  mortality  rate  for  placed 

residents. 

376    Total  admissions  to  Hazelwood 
-12    Respite  care  cases  admitted 
364 

-76    Transferred  from  Hazelwood  J 

288    Nef  Hazelwood  admissions 

38    Died  at  Hazelwood.    Life  span  for  those  who  died 
is  i  years  (average) 

13  %  mortality  rate  for  Hazelwood  Population 

OF  THOSE  TRANSFERRED  FROM  HAZELWOOD: 

Life  span  during  stay  at  Hazelwood  2.31  years 

Life  span  at  transfer  facility  (nursing  home)  8.8  months 

It  should  be  noted  that  U   transfers  have  been  made'within 
the  past   8  weeks.     Although  these  14  hav'e  been  considered  in 
this  report,  such  a  recent  concentration  of  placements  (which 
is  unusual)  artificially  decreases  the  mortality  rate  of  placed 
was  22n58X    Prl°r  t0  8  '  Placement  mortality  rate 

The  15  deaths   (of  residents  transferred)  are  cases  of  which 

Hazelwood  is  aware.     It  is  very  probable  that  other  deaths 

have  occurred  of  which  we  are  not  aware.  No  survey*  have  been 

made  during  the  past   three  months  during  which  deaths  of 
placed  residents  aloo  may  have  occurred. 
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DEATHS  AFTER  PLACEMENT 


ADM. 

INPATIENT  YRS 

TRANSFER 

YEARS  OF  LIFE 

AGE 

NAME 

DATE 

AT  HAZELWOOD 

DATE 

AFTER  TRANSFER 

DEATH 

BIRTHDATE 

AT  DEATH 

QrH^TPHTF  TfiAN 

Dot!  AJLUni  Ci  | 

11/13/72 

.90 

10/09/73 

1.06 

11/01/74 

\ 

05/31/29 

45 

07/10/73 

.23  . 

10/22/73 

2.73 

07/18/76 

03/08/11 

65 

RL3KETS0N,  LORENE 

07/12/73 

.36 

11/21/73 

.02 

11/30/73. 

03/.10/09  ' 

64 

REYNOLDS,  SARAH 

08/25/72 

1.43 

02/01/74 

.17 

J54/06/74 

02/06/30 

44 

CRANE,  MAYME 

07/12/73 

.72 

04/02/74 

.51 

10/06/74 

02/24/27 

47 

SUMMITT,  ROBERT  THOMAS 

11/27/73 

.61 

07/11/74 

.08 

08/12/74 

10/02/47 

26 

ROUNDTREE .  EDWARD  MARTIN  08/04/71 

3.01 

08/09/74 

1,62 

03/23/76 

08/31/51 

24 

BRYANT,  CHARLES  KEVIN 

OA/12/73 

2.52 

10/20/75 

1.37 

03/06/77 

07/27/62 

14 

TORSTRICK,  AUGUSTA 

08/25/72 

3.63 

04/13/76 

.25 

07/15/76 

03/12/18 

58 

WILHOITE,  SANDRA  GAYLE 

08/12/71 

4.81 

.  06/04/76 

.07 

07/02/76 

04/29/50 

26 

CROMWELL,  JONAS  WESLEY 

,  JR.  04/16/73 

3.38 

09/02/76 

1.07 

09/30/77 

02/15/61 

16 

ROGERS,  JOSEPH  JULIAN 

04/03/73 

3.56 

10/27/76 

1.11 

12/09/77 

07/22/39 

3o 

TURNER,  DONNIE  LEE 

06/11/73 

3.42 

11/12/76 

.46 

04/4**/  /  / 

n7 /ns/ SQ 

U/ / UJ/ J7 

17 

REYNOLDS,  KAREN 

05/10/73 

4.06 

05/31/77 

.13 

07/21/77 

04/05/53 

2>* 

MORGAN,  TIMOTHY 

07/24/75 

2.04 

08/10/77 

•37 

12/25/77 

r*/  / o i  Icq 
04/41/00 

U7 

2.31 
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name 

Averbeck,  Todd  Alexander 
Jeaeoe,  Linda  Cayle 
Johnson,  Ray 
Browning,  Katherinc 
Heed,  Carrie  Etta 
Vfobttor,  Stanley  Michael 
Wei  ah,  Donald  F.dvard 
lloono,  Ucbor.ih  Knrpn 
Sexton,  Carl  Lynn 
Livingston,  Vickie  Lynn 
•Cocke,  Cynthia  Ann 
Hlanuiord,  Wanda  Lou 
llolcm/in,  Andrew  HemuU 
Woodu,  Mark  Nlckol.is 
Crmshaw,  Gary  Wayne 
Polley,  Alma 

Drake,  Felecla  Prederlck 
Richardson,  Ployd  e, 
S'pnlnhownrd,  Tabuthn  C.irol 
Bradford,  Dara  Kny 
Morrlfaey,  William  McMurray, 
Jlayhlll,  Dawn  Bllio 
Thompson,  Sharon  Cayle 
.Xoberloy,  Lawrence  Bnrry 
Uodgera,  Ploreno 
Brown-,  Francea  Suaan 
Uougtna,  Caylon  Cene 
Greer,  Douglai  Welllford 
P?Re,  Jamas  Bland 
Wright,  Earl  Turner  III 
Speed,  Gary  Stanley 
John eon  Roy  Gene 
Kaltlo,  Douglas  Scott 
Lewis,  Sharon  Marie 
Kldor,  Alice  Michelle 
Klrkpatrlck,  Charlea  Ruasell 
Oethrldge,  Melliaa  Ann 
Mnnnliift,  Churl  oh  Klnp, 
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It  should  be  noted  that  nearly  all  of  the  children  who  died 
at  Has&elwood  were  very  delicate  children  and  were  admitted 
in  very  poor  condition.    Examples:  (at  random) 

Averbeck-  very  frail,  prone  to  upper  respiratory 
infections,  chronically  ill,  totally 
helpless.    Had  to  be  turned,  etc. 

Douglas-  Admitted  as  dn  emergency.  Dehydrated,  not 
eating,  had  bleeding  ulcer.    Verv  frail. 
Totally  helpless. 

Ravhill-  Congenital  heart  disease,  frenuent  cyanotic 
spells  wherein  could  not  breath.  Frequent 
upper  respiratory  infections,  Verv  frail 
and  totally  helpless,  etc. 


WHEREIN — those  residents  who  were  placed  out  of  Hazelwood  were 

in  verv  good  health  with  no  serious  or  problem  medical  corditions. 

All  they  required  was  good  basic  day-to-day  maintenance  care. 


ATTACHMENT  TO  THE.  PLACEMENT  STUDY 
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2922  Woodcroft  Cir. 
Carrollton,  Texas  75006 


March  1,  198^ 


Roderick  A.  Dearment,  Chief  Counsel 
Senate  Committee  on  Finance  SD219 
Dirksen  Office  Bldg.. 
Washington,  D.C.  20510 

Dear  Mr,  Dearment 1 

I  wish  tc  be  on  record  as  strongly  supporting  SB  2053»  the  "Community 
and  Family  Living  Amendments  of  1983M .    This  bill  is  absolutely  es- 
sential if  we  are  to  provide  "state  of  the  art"  services  for  thousands 
of  persons  in  our  country  with  mental  retardation.    It  is  time  we  di- 
rected medicaid  dollars  into  appropriate  channels  to  allow  the  devel- 
opment of  human,  cost  effective,  non-warehousing  productive  services 
for  our  citizens  in  their  own  community. 

Present  Medicaid  funding  is 'directed  to  the  costly  maintainahce  and 
perpetuation  of  primarily  inappropriate  services  in  large  institutions. 
This  gives  no  choice  to  the  hundreds  of  thousands  of  persons  with  re- 
tardation who  will  need  services  for  the  near  and  long  term  future. 
Mt  does  not  allow  these  people  to  utilize  and  complement  their  edu- 
cational and  vocational  training  provided  by  enlightened  teachers  and 
tnainers  in  the  past  generation. 

Substantial  Medicaid  funds  must  be  diverted  to  community  sources. 
These\services  are  are  badly  in  need,  of  stable  funding.    These  ser- 
vices g*re  cost  effective,  deirirable  and  better  for  both  retarded 
person.s-Nand  our  society  at  large.    Let  me  tell  you  how  I  know  this 

My  son  had  \o  reside  in  a  large  state  institution  for  more  than 
twenty  years.    He  is  non  verbal  and  was  judged  to  be  severely  re- 
tarded.   His  state  school  evaluation  team  considered  his  living 
skills  and  socially  adaptive  behavior  insufficient  to  warrant  a 
classification  to  enable  him  to  live  in  a  group  home.    His  I.Q. 
was  variously  reported  to  be  from  18  to  4o.    His  living  conditions 
in  the  large  1  facility  included  poor  or  non-existant  developmental 
programming,  inadequate  and  insufficient  medical  care,  isolation 
from  society,^  boredom,  sexual  abuse  and  other  serious  physical  abuses. 
Becaube  of  the^  stultification  of  the  environment  and  inadequate  and 
untrained  staff  (usually  busy  with  crisis  intervention)  Micky  was  un- 
able to  demonstrate  the  living  skills  which  I  nurtured  in  hie  home 


Small  wonder  that  an  institutionalized  staff  in  an  institutionalized 
environment  could  see  little  potential  in  their  clients.    Small  Won- 
der that  the  staff  expected  (and  therefore  received)  limited  response 
from  clients.    Small  wonder  that  the  society  outside  perceived  these 
state  school  residents  to  be  incompetent,  unproductive,  dangerous 
and  different.    Small  wonder  that  a  resident  was  judged  to  be  incapable 
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of  handling  a  table  knife  when  he  was  never  provided  with  the  oppor- 
tunity to  use  one.  Small  wonder  that  a  client  displayed  little  init- 
iative in  an  environmc;»c  where  one  is  required  for  staff  convenience 
to  stand  in  line  for  everythinft--meals,  tooth  brushing,  shaving  and 
in  a  line  of  naked  persons  for  showering. 

Beeawfie  I  believed  in  Micky's  skills,  potential  and  the  state-of-the- 
art  and  through  my  own  efforts  over  a  period  of  years  Micky  moved  into 
a  small  croup  home  in  the  community  about  18  months  af;o.    A  recent 
evaluation  places  his  I.Q.  at  47,    The  evaluation  notes  a  rise  in 
bis  ^o^ially  adaptive  behavior  from  a  six  to  a  nine  year  level.  He 
keepn  hin  own  room,  washes  his  own  clothes,  helps  prepare  meals,  makes 
hi.;*  own  lunch,  use-  bus  transportation,  works  in  a  workshop  and  comes 
i n  contact  with  many  many  folks  in  the  community.    Most  importantly 
he  ha*'  become  proud  of  himself  and  is  a  productive  member  of  society. 

'lomrounity  groups  are  now  beginning  to  accept  and  understand  as  well   

an  to  hplp  persons  with  retardation.     A  feature  of  Micky's  group  home 
program  i.":  bowling  on  Saturday  mornings.     At  Christmas  time  the  mana- 
i-y*r  'of  the  local  bowling  alloy  presented  each  resident  with  a  new 
t-owl  i  o^  Mil  of  their  own.    Generic  services  such  as  pools,  restau- 
rant::, parks, movi es ,  museums  and  churches  now  belong  to  persons  with 
r>« tar'iat i  on  too. 

T  « m  ruMr"  that  uony  persons  with  institutionalized  relatives  oppose 
this  redirection  of  funds.  They  too  had  no  choice  of  service  delivery 
iy:Uemi)  when  they  needed  choices.  After  many  years  they  dare  not  or  ^ 
will  not  lu^tion  the  viability  of  that  system.  Their  "problem"  is 
Si:-  •  t --are  of,  they'  rigidly  believe.  They  have  time  to  write 
I-^-.  t:-,  testify  a "i-i  to  attend  meetings  organized  by  providers  with 
«d  interests  who  uri'e  thorn  to  "save  their  schools". 

I  >jiu;h,1!».  to  you  that  less  than*10  years  a^o  in  Texas  the  state  was 
jupport  Lnf  i4*-.  own  masrivo  institutional  system  without  Medicaid  funds. 
The  system  can  survive  without  Medicaid  funds  entirely    as  it  once  did. 
Hstit.it ",oun1   s'i:-porters  praised  their  system  then  as  they  do  now. 
Wo  fpu--*;  *  ot  allow  a  small  percentage  (but  very  vocal)  of  selfish  per- 
sons denr: vp  thousand j  of  persons  with  retardation  of  the  choices  for 
a  dcrr  t  j  i  r«j . 

1  ran  think  of  no  better  endorsement  of  SB  2053  than  Micky's  story. 
Mnii-aU  dollar1:  have  been  locked  for  too  lon^  into  large  institutional 
f'-,r-d:r,r  wh3]»a  -imall  facilities  ^o  beting.    We  must  have  Federal  funding 
flexibility  iio  tnat  thousands  of  Mickys  mi^ht  be  removed  from  a  suf- 
f>-atir.r  and  limited  lifestyle  to  one  which  more  nearly  approximates 
yts  <r#;  and  mi  r*e  . 

r»in**rtr*»ly  . 
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HOWE  ASSOCIATION  FOR  RETARDED  CITIZENS 


•  not  for  profit  org&niittion  of  ptop/t  working  toi  p«op/t 


I  am  testifying  ln  the  name  of  Howe  Association  for  Retarded  Citizens, 
the  ARC  group  which  advocates  for  Howe  Developmental  Center,  a  State  Institu- 
tion housing  771  developmentally  disabled  residents  with  a  variety  of  handi- 
caps.   We're  told  that  the  largest  portion  of  money  goes  to  institutions 
which  care  for  only        of  the  DD  population.    We  do  not  dispute  this  fact, 
however  we  want  to  call  to  your  attention  that  the  \JA  ln  institutions  includes 
the  more  severely  handicapped,  medically,  physically  and  behavlorally  Involved 
who  have  the  greatest  needt. 

I  recall  that  one  of  the  speakers  at  the  last  National  Convention, 
obviously  a  parent  of  a  higher  level  less  handicapped  retardate,  indicated 
that  for  years  she  had  wondered  why  she  was  even  a  member  of  this  organiza- 
tion because  the  emphasis  had  always  been  on  Support  of  the  Institutions. 
A3  I  listened  to  her  I  couldn't  help  but  reminisce  about  my  early  days  as  a 
member  of  an  ARC  Unit,when  we  urged  the  parents  of  children  In  Educable 
Classes  to  join  with  us  ln  working  for  the  retarded.    They  wanted  no  part  of 
us  then,  their  children  were  not  ln  the  same  category  with  ours.    At  that 
time  the  only  option  we  had  for  placement  was  the  Institutions  and  th- *  was 
only  after  years  on  the  waiting  list.    The  few  private  schools  whloh  existed 
were  extremely  restrictive  and  very  expensive.    None  of  us  were  happy  to  place 
our  charges  ln  State  Institutions,  particularly  with  the  conditions  as  they 
were  then,  however  there  was  no  alternative*    There  were  no  Education,  Recrea- 
tion or  Vocational  Training  Programs  ln  the  community  for  severely  and  pro- 
foundly handicapped.    As  those  programs  came  into  existence  and  some  housing 
began  to  surface  in  the  community,  a  few  of  our  residents  were  transferred  to 
those  facilities,  however  It  was  noted  that  residents  in  State  Institutions 
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were  very  carefully  screened.    It  is  not  our  Intention  to  criticize,  but  mere- 


needing  much  medical  care,  are  those  remaining  in  the  institutions. 

As  far  tack  as  1980  we  had  the  Compliance  Plan  which  called  for  deinsti- 
tutionalization here  in  Illinois,    I  quote  John  Harcourt ■  from  an  article  in 
the  ARC/l  Newsletter,  "The  Compliance  Plan  was  written  for  the  purpose  of 
obtaining  a  waiver  from  the  Federal  Government  to  allow  the  State  of  Illinois 
to  begin  receiving  Title  XIX  funds  for  beds  which  currently  do  not  meet  any- 
one's standards  and,  therefore,  focuses  on  institutional  changes.    By  attract- 
ing Title  XIX  funds  now,  money  will  be  available  for  use  in  Community  Devel- 
ment  and  for  upgrading  institutional  services".    This  plan  called  for  the 
reduction  of  population  at  four  Institutions— Dixon,  Lincoln,  Shapiro  and 

Murray.    I'm  not  too  familiar  with  the  progress  made  in  complying  with 

I 

that  plan  in  the  other  three  institutions,  but  I  do  know  that  the  plan  was 
eventually  approved  by  the  government  and  extra  Federal  Dollars  were  poured 
into  Illinois  under  this -wail ver  agreement  for  Dixon,  even  though  the  units 
did  not  meet  ICV/'JO  standards.    Renovation  of  buildings  was  begun  and  some 
residents  were  transferred  closer  to  their  homes,    The  target  population 
figure  at  Dixon  was  somewhere  around  the  600  figure  by  1982,    After  much  of 
the  renovation  had  been  completed  during  which  the  residents  suffered  as  a 
result  of  the  many  moves  which  had  to  be  made  from  building  to  building 
due  to  the  repairs  bein^  made,  the  Governor  then  made  the  decision  to  close 
!)ixon  and  tho  residents  were,  for  the  most  part,  transferred  to  other  otate 
Institutions,    lopulation  at  Shapiro  increased  to  800  plus  and  Howe  zoomed 
from  W)  tn  772  by  tho  time  ;nxon  was  closed.    Ludeman  and  Waukegan  were  re- 
qulrH  to  Increase  thn  ;>opulatlon  In  «*ach  of  their  houses  from  8  to  10,  Of 
tho  6'>rj  residents  transferred  as  a  result  of  the  closure  of  i)ixon,  only  3^ 
rfoniv")  comrvinlt;;  placement. 


ly  to  point  out  that  the  more  severe,  hard  to  manage  retardates?, sometimes 
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An  additional  plan  wa3  set  in  motion  last  July  for  reducing  the  popu- 
lation at  State  Institutions,    Medicaid  Waiver  Funds  would  be  granted  to 
Community  Organizations  willing  to  accept  retardates  from  Institutions  in 
Illinois.    The  Department,  with  Federal  approval,  plans  to  transfer  these 
funds  if  7$%  of  the  residents  accepted  for  the  new  facility  will  come  from 
State  Institutions.    Budgets  at  the  beginning  of  this  fiscal  year  for  the 
Institutions  were  based  on  the  anticipated  gradual  reduction  of  population 
due  to  this  plan.    2^9  residents  are  to  be  moved  to  the  community  from  the 
State  Institutions  in  Region  II  alone.    To  date,  I'm  not  aware  of  any 
movement  out  of  the  institutions  to  group  homes  in  this  region  and  all  of 
our  institutions  are  operating  at  a  deficit  due  to  this. 

Four  years  after  being  told  that  the  Compliance  I'lan  was  the  answer  to 
deinstitutionalization  we  still  have  had  very  little  movement  from  the  insti- 
tution to  tho  community.    Now  we're  being  told  that  the  threat  of  removing 
Moral  Funis  within  10  years  will  result  in  the  establishment  of  group 
homes  15  or  under,  for  5000  retardates  now  in  State  Institutions  plus  those 
in  private  institutions  and  all  in  the  community  waiting  placement. 

•    We're  toll  that  residents  will  not  be  dumped  but  will  only  be  transferred 
when  appropriate  community  rervices  are  available.    Will. those  services  include 
all  that  now  are  available  to  our  residents  in  the  institutions?    Will  there 
or  a  doctor  ani  nurse  on  call  around  the  clock  in  those  group  homes?  Will 
Vocational,  Klucational,  Psychological  and  Recreational  Services  be  available 
to  each  and  every  one  of  those  group  homes  at  the  much  reduced  costs  that 
have  been  publicized?    ve3,  we're  assured  that  tho  transferred  funds  will  be 
available  not  onlv  to  provide  living  arrangements  but  all  supportive  services 
necessary,  but  hp  can't  understand  how  it  is  possible  to  guarantee  that  the 
services  are  available  before  tho  resident  is  transferred,  if,  as  we're  told, 
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the  money  is  to  follow  the  resident.    What  about  seed  mpney  for  the  establish- 
ment of  those  group  homes  and  the  services  needed?    Are  we  going  to  be  depend- 
ent upon  the  State  for  these  funds?    Illinois1  reputation  in  this  area  Is 
nothing  to  brag  about.    We  understand  that  since  19??  only  16  group  homes 
have  be?n  opened  in  this  state.    Lack  of  seed  money  is  one  of  the  Important 
complaints  to  say  nothing  of  the  aoning  problems. 

Regarding  the  cost  issue,  ARC  claims  that  a  study  made  by  the  Hubert 
Humphrey  Institute  for  Public  Policy  proved  that  only  by  doing  what  SB  2053 
proposes, could  there  be  substantial  savings  to  both  Federal  and  State 
Governments.    Upon  investigating  we  have  learned  that  the  study  referred  to 
was  made  In  1980  and  it's  no  secret  to  any  of  us  that  only  the  more  tractable 
retardates  with  the  most  skills  were  welcome  in  the  community  then,  or  in 
some  cases  even  now  for  that  matter.    Bill  Copeland  of  the  Hubert  Humphrey 
Institute  informed  us  that  a  later  study  was  made  of  the  severely  and  pro- 
foundly mobile  retardate  with  no  behavior  problems  and  It  was  determined  that 
-community  fare  costs  for  that  group  were  80*  of  the  Institutional  care.,  If 


they  ever  pet  around  to  making  a  study  of  a  similar  group  but  also  Include 
some  who  ajre  medically  fragile  and  behavlorally  Involved,  maybe  we'll  get  a 
more  realistic  comparison  of  costs.    After  all,  our  State  Institutions  are 
expected  to  care  for  residents  who  have  any  or  all  of  these  handicaps  and 
the  costs  are  averaged  out  over  all  of  their  residents. 

We're  assured  that  the  bill  does  not  call  for  the  closure  of  state 
operated  Institutions  and  that  they  will  be  required  to  meet  ICF/DD  standards 
even  after  Medicaid  Funds  have  been  cut  off.    Without  the  threat  of  losing 
those  funds,  how  can  we  guarantee  that  the  standards  will  be  met?  We 
suggest  that  at  the  end  of  the  time  period  for  loss  of  Federal  Funds,  those 
residents  left  in  State  Institutions  will  merely  receive  custodial  care  at 
the  lowest  level  and  we  will  have  lost  20  years  of  progress  In  the  care  of 
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the  retarlei.  Yes,  come  Improvements  will  have  been  me.de  in  the  community 
but  in  this  Statp  I  fear  tho  most  severely  hanlicapped,  physically  and  be- 
havlorally  Involvrl,  will  remain  under  the  State's  wing. 

Vfc  are  not  opposed  to  ^roup  homes  in  tho  community,    We  strongly  support 
funding  for  that  purpose  an1  rea-Hly  almit  that  some  residents  who  are  now 
in  otate  Institutions  can  profit  by  transfer  "to  the  community,  however 
we  do  not  feel  that  group  homos  are  the' answer  for  all  retardates.    We  need 
a  continuum  of  services  ani  we  feel  this  is  what  our  National  and  State 
Organizations  shoull  be  promoting  without  sacrificing  funding  for  one  end 
of  the  continuum  in  order  to  promote  care  at  the  other  end,    in  our  opinion 
this  bill  is  not  the  answer  to  our  problems  and  should  be  scrapped,  We'd 
like  to  see  a  new  bill  which  would  avoid  discrimination  against  any  portion 
of  our  handicapped  individuals  and  provide  the  services  needed  for  all  of 
our  loved  ones. 

Bernadette  Sullivan,  President 

Howe  Association  for  Retarded  Citizens 

798  Linden  Avenue 

flmhurst,  Illinois  60126 
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STA^-  .S-  T  0?  :.!!>,  *  .".ftS  flILMAM  P«  JOIHSOH,  PARENTS  OF  CAROJ.YH  MARTS 
AND  PAI'.BT.A  CATHERIHE-  JOHKSOII,   CHICAGO,  TUI.TOIS 

For  no  havinc  to  write  this  ctstonont  on  hohr.U  of  :-.y  dcuchtoro 
unfcoo  no  very  *nCry  pi  thd  political  Dtvuotvro  of  the  UnMotf  Strips. 
Title  country  an  I  bellovo  stands  for  fro-dom,  V.ut  rh*t  you  are  twine 
to  do  v.xth  this  Senate  Bill  2053  lc  to  tn'ro  awry  tho  froedon  -,fc  po\. 
onjoy,     I  fool  that  or.  pP.r«ntff  of  two  ncnic.lly  h?nd.lcrpi>od  chUdrcn, 
tic  ol'owld  hftvo  the  froedon  to  chcui*  the  typo  of  school  oi  rc-.ldunoo 
that  is  best  auitod  for  then,    I  Mow  ycu  you.  do  not  :-noi-  thor,  ro 
can  you  tell  no  or  thon  that  a  xvr.ttcntipl  school  of  10  or  3*oo  i-<A« 
is  hect  for  then  rnd  ono  that  bar;  ,voro  1b  no 'good  for  thor.,    Von  vqw 
to  nr.ko  ihU  judconoat  1b  pu  ebsurd,  ?o  it  would  bo  for  no  to  ta!3  yor 
what  io  beet  Tor  your  children  whether  hondl  crp.ppud  or  not, 

I  an  ploo  dUnpu-intod  in  you  i.  s  hunrn  bcii  c?  vflth  in      u*  :-J  vo 
'  statements  about  hovr  nootly  things  ore  with  tl.o    ont^ly  la.»dierr*od,  < 
Hot;  much  »onoy  io  wastod  in  rid  to  other  countries,  aUiUry  hrrdw.ro, 
politic?  1  jun<ots,  and  nocdlcns  Government  printing     The  only  prorata 
senators  tnd  oonerooonon  Ditp-port  are  tho  onos  that  ocrvo  their- politierl 
anbltions,     I  would  li;:o  to  cay  who  noods  you,  but  I  crlnfio  at  the  day 
when  Z  leave  thic  life  and  my  daughters  aro  loft  to  your  cost  cutting 
whins. 

In  olosinc  vre  do  not  support  Senate  Bill  2053  Mid  will  not  support 
any  adnondncntB  to  it.    Withdraw  this  bill  from  consideration , 
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Mr*.  Willig  King 


Roderick  A.  De  Arment,  Chief  Counsel 


March  12,  1964 


Senate  Committee  on  Finance 
Dirkaen  Building 
Washington,  D.C.  20510 


Membera  of  Senate  Finance  Committee 
JMxxmmittee  on  Health: 


I  cU  to  the  hearing  recently  onvHr.  Chsffee'a  S-2053,  and  liatened 
attentively  to  the  testimony.   I  have  dtmudeTthat'raltlM^  the  bill  could 
conceivably  serve  my  wn  family  interact ,  ita  final  thrust  ia  destructive* 
Ita  implementation  will  destroy  many  very  good  things  a  great  number  of 
eradicated  people  have  worked  lifetimes  to  achieve.   My  own  firat 
Congressional  hearing  on  behalf  of  the  mentally  retarded  was  some  time  in 
the  fifties.   Moreover .  it  will  accomplish  only  a  fraction  of  what  it 


To  address  the  two  arguments  most  frequently  used  in  its  favor,  the 
increase  in  beneficial  care  and  personal  attention  clients  will  receive, 
and  the  decrease  in  cost} 

Sister  M.  Antonett*  Boronclni  (fcfainistrator  for  St,  Mary1  a  Training 
School,  Alexandria,  Louisiana,  flee  testimony  on  Senate  Finance  Committee, 
ateommlttee  on  Health  hearing  on  3-2053  on  February  27,  1964)  described  the 
benefits  of  the  loving  care  and  attention  to  individual  persons  in  small 
groups  in  the  idyllic  setting  of  her  Catholic  project.  But  it  ia  most 
certainly  not  the  small  site  that  produces  these  results.   It  is  the 
devoted,  practiced  staff,  supervised  by  an  attentive,  frequently  present, 
Mother  Superior  type,  who  teaches  and  trains  and  checks  often. 

This  bill  will  not  produce  this  kind  of  care  or  thia  kind  of  situation. 
In  fact,  it  will  frequently  do  quite  the  opposite,  the  bureaucratic  choice 
of  "care  providera"  is  by  a  kind  of  bidding  process  on  the  part  of  the 
government  unit,  a  process  s  little  like  s  slave  auction,  except  that  the 
human  beings  in  question  go  to  the  lowest  bidder  instead  of  the  highest. 
The  winning  entrepreneur  will  hire  his  stsff  as  inexpensively  as  possible. 
There  may  be  some  training  alnce  this  kind  of  personnel  is  frequently  either 
very  young  or  very  old  and  unskilled.   There  will  no  doubt  be  s  caseworker 
who,  given  the  usual  case  load  for  government  social  workers,  may  drop  in 
now  and  then.   But  what  happens  in  these: small,  isolated  units  will  most 
surely  be  almost  entirely  in  the  hands  of  the  casual  caretakers  currently  in 
charge.   The  nature  of  the  clientele's  disability  will  naturally  discount 
any  observations  they  might  make— if  they  were  ao  inclined  or  able  to  do  so. 

There  is  a  flyer  somewhere  in  the  current  propaganda  which  ia  an 
assembly  of  selected  inflammatory  headlines  about  malfeasance  in 
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institutional  car*.   I  would  suggest  that  any  caaual  reading  of  Tbi 
Washington  Post  over  tha  period  of  a  month  or  two  would  provida  an  squally 
grim  aariss  of  haadlinaa  about  diaaatar  in  nursing  homee,  group  homes,  and 
similar  community  placements  vhara  patianta  from  St.  Elizabeth's  have  baan 
placed  recsntly  in  the  Metropolitan  area.  These  events  will  occasionally 
take  place  in  either  situation.   But  they  are  leaa  likely  to  be  known  and 
therefore  corrected  in  isolated  units*   In  a  well-run  accredited,  snail,, 
modsrn  institution  with  an  excellent  professional  staff  (like  Great  Oak*, 
Prince  Georges  County,  Maryland)  they  will  happen  less  often  and  are  more 
likely  to  be  recognized  and  corrected* 

Ths  statistical  arguments  about  coats  are  worth  examining  aa  well* 
Dr.  David  Braddocks*  statistics  (See  Senate  testimony  on  5-2053,  Expenditure 
Analysis  Project,  Dr.  David  Braddock,  Director,  Institute  for  the  Study  of 
Developmental  Disabilities,  M.R.D.D. )  were  thorough  and  accurate.  But 
precise  parallels  are  very  difficult  to  establish  becauae  it  ia  almost 
impossible  to  assemble  comparative  coat  figures  for  two  audi  disparate 
financial  and  operative  situations.   Soswj  common  sense  conclusions  rasiiin  no 
Matter  what  gymnastic  configurations  ths  figures  may  assume. 

Ons  selected  exsmple  la  suggestive.   The  fact  that  coats  in  an 
institutional  setting  go  up  as  the  Institution  decreases  in  else  la  hot, 
except  peripherally,  a  function  of  the  change  in  size.    It  la  the  change  in 
the  nature  of  the  population,  which  becomes  concentrated  on  a  high-coat 
clientele  which  require  much  specialized  care  and  equipment .    If  they  have 
this  kind  of  care— and  a  civilized  husanity  since  Dorothy  Dix  believes  that 
they  should  have— it  will  coat  aa  much,  or  more,  divided  into  small 
repetitive  units.   And  again,  the  caretaker  will  be  no  more  able,  and 
possibly  less  able  under  Inconvenient  circumstances,  to  give  the 
professional  as  well  as  ths  loving  care  which  la  desirable*  this  hicji  cost 
for  the  care  of  the  severely  handicapped  la  the  figure  which  causes  the 
average  cost  for  the  care  of  the  mentally  retarded  in  institutions  to  seem 
so  high.  The  higher  functioning  mentally  retarded  are  leaa  expcralve  to 
care  for  wherever  they  aref 

There  la  another  possible  result  of  ever  expanding  community  care  which 
needs  to  be  faced  squarely.   There  are  now  in  the  community  a  number  of  hioji 
functioning  mentally  retarded  individuals  who  could  conceivably  become 
eligible.   Any  anticipated  decline  in  coat  would  rapidly  vanish  in  any  such 
exploding  use.   When  all  Medicaid  funds  are  sharply  curtailed,  which  seems 
not  unlikely,  there  will  surely  ensue  a  confused  state  of  affslrs  with  no 
resource  for  the  truly  infirm  end  handicapped  if  the  good  institutions  have 
lapsed  by  that  time. 

It  reminds  me  of  the  generation  of  college  students  who  left  the 
dormitories  for  apartments  in  droves  ten  years  ago  and  who  are  now  back  in 
the  dormitories— when  there  is  room  for  them. 

I  am  not  sure  how  persuasive  personal  experience  is,  but  I  can  give  you 
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an  example  of  what  "less  restrictive  environment*4  means  when  there  is  real 
pressure  to  deinstitutionalize  s  population. 

Our  son  is  currently  living  at  Great  Oaks  Center  in  Maryland,  an 
example  of  an  excellent  small  institution.    He  is  a  low  level  Down  syndrome 
young  man,  thirty-seven  years  old,  with  a  mental  age  of  about  five.    He  has 
no  intelligible  speech,  is  blind  in  one  eye,  and  rapidly  becoming  blind  in 
the  other.    At  Great  Oaks  he  has  had  the  benefit  of  a  well-chosen,  community 
day  placement,  and  good  professional  direction  in  other  areas*  Over  the  ; 
eiojit  years  he  has  spent  there,  he  has  improved  dramatically.   Now  he  is  /a 
pleasant,  cooperative  individual  who  likes  to  make  beds,  set  tables  and 
clear  them,  and  generally  be  orderly  and  responsive*   On  that  campus  he  can 
go  where  he  pleases,  since  he  is  familiar  with  the  terrain,  and  since  if  he 
speaks  unintelligibly  in  that  place  he  will  be  listened  to  patiently.    If  he 
wanders  into  the  roadway,  no  one  will  smash  him.   Then  he  can  return  to 
Cottage  3  to  a  big  common  room  with  twenty-four  to  thirty  colleagues  to 
share  the*' company  and  music  end  so  forth.   In  that  environment  he  can  go  on 
and  be  blind,  secure,  at  home,  and  still,  as  far  as  possible,  free. 


Great  Oaks ,  however ,  must  make  room  for  two  hundred  clients  from 
another  institution  which  is  being  closed.    So  Christopher,  as  a  result  of 
profiting  from  their  training,  is  to  be  transferred  to  a  Hless  restrictive 
environment,"  a  house  in  a  suburb.   There  he  will  not  be  able  to  step  out  of 
the  house  onto  the  busy  street  unattended.   Except  for  the  times  spent  at 
his  sheltered  workshop,  unless  he  is  taken  somewhere  on  a  special  expedi- 
tion, he  will  be  shut  up  in  that  small  suburban  living  room  with  a  few 
colleagues  for  the  foreseeable  future. 

Some  mentally  retarded  can  be  happily  situated  in  community  placement 
and  perhaps  thereby  save  the  State  some  money.  This  is  most  likely  to  occur 
in  areas  with  a  high  tax  base  and  an  aware,  articulate  citizenry,  (cf . 
Montgomery  County,  Maryland),   But  there  are  now  many  fine  small  institutions 
who  also  do  an  excellent  job  for  their  clientele.   They  both  excell  in  their 
own  spheres.    Let  us  keep  them  both. 

The  terrible  Mr.  and  Mrs.  Squeers  in  Mr.  Dickens'  Nicholas  Nickleby 
would  not  suddenly  change  their  pattern  of  behavior  if  Dotheboys  Hall  were 
reduced  to  five  or  ten  inmates.    Poor  hapless  Snike  would  be  just  as  hapless 
in  what  Mr.  Squeers  doubtless  would  call  "a  less  restrictive  environment." 


Mrs.  Willis  King  /  / 

Formerly  Board  Member  and  Officer,  A> 
The  National  Association  for  \J  W 

Retarded  Citizens 

Associations  for  Retarded  Citizens, 
Georgia,  Maryland,  District  of  Columbia 
Active  in  related  areas  until  early  seventies 
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Spreading  tht  Light 


The  Lutheran  Church-Missouri  Synod 


Seattaring  tht  Dufcntu 


1333  South  Klrkwood  Road,  Saint  Louis.  Missouri  63122 
TalephonC  314.965*9000 


Board  tor  Social  Ministry  Service* 


February  23,  1984 


Senator  Dave  Durenberger 
Ms.  Lynn  Blewett 
Senate  Office  Building 
Washington,  D.   C.  20510 


Dear  Senator  and  Lynn, 

Lot  me  thank  you  for  the  assistance  you  have  given  me  in  pointing  out  the 
direction  that  I  might  take  as  I  expressed  concern  over  S.  2053. 

Slr^e  I  will  not  be  at  the  hearings,  let  me  request  that  the  enclosed 
material  be  submitted  for  the  record.    This  Is  my  report  to  the  Board  of 
Directors  of  The  Lutheran  Church-Missouri  Synod  concerning  this  issue. 

Let  me  request,  further,  that  you  advise  me  at  any  future  stage  of 
developments  when  legislation  Is  pending.     My  "denomination  has  no  small 
interest  -  and  a  substantial  stake        in  issues  such  as  this. 


Sincerely  yours, 

£u  


Eugene  W7  Linse,  Executive  Secretary 
Board  for  Social  Ministry  Services 
The  Lutheran  Church-Missouri  Synod 
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Agencies  of  The  Lutheran  Church-Missouri  Synod  providing  Residential 
Care  for  the  Developmental^  Disabled 


At  ny  request,  our  Secretary  for  Agencies  and  Institutions,  Mr.  Virgil  Fuchs, 
has  provided  a  brief  summary  of  the  agencies,  services  rendered,  cost  of 
facilities,  annual  budget  and  voluntary  contributions  to  these  agencies. 
These  agencies  would  be  materially  affected  were  S.  2053  to  be  enacted  in  its 
present  form.    It  would  be  contrary  to  current  public  policy  emphasis  to 
terminate  program  activities  in  which  such  a  large  measure  of  volunteer  work 
and  charitable  contributions  have  contributed  directly  and  subsidized  the 
activities  involved  in  providing  quality  care  to  the  residents  of  these 
facilities. 


Cedar  Lake  Lodge  was  established  in  February  of  1970.    In  a  residential 
treatment  center  licensed  as  ICF/MR,  76  residents  are  served.    Sounseling  is 
also  provided  for  their  families.    Plans  are  underway  to  open  group  homes  in 


The  current  value  of  property  is  approximately  3.1  million  dollars.  Cedar 
Lake  Lodge  has  an  endowment  fund  currently  of  1700,000.    With  110 -.employees, 
the  current  annual  operating  budget  is  1.9  million  dollars. 

Of  the  operating  budget,  10X  is  charitable  subsidy. 


Good  Samaritan  Lutheran  Home  was  founded  in  1968.    It  serves  40  residents  in  a 
24  hour  residential  care  facility  and  special  education  program.    It  is  not. 
currently  licensed  as  ICF/MR.     Ten  residents  are  served  in  a  group  home,  and 
two  additional  group  homes  will  open  in  the  near  future,  one  serving  16 
residents  and  the  other  serving  6  residents,  > 

The  current  value  of  property  is  approximately  3  million  dollars  and  endowment 
trusts  is  currently  valued  at  1862,000. 

With  48  employees,  the  annual  operating  budget  is  $1,180,850.    Of  the  total 
operating  budget,  622  is  charitable  subsidy. 


Good  Shepherd  Homes  were  founded  in  1955.     One  hundred-forty  residenta  are 
serve'd  in  ICF/MR  facilities.    Forty-two  residents  are  served  in  6  group  homes, 
32  residents  are  served  In  a  HUD  202  group  home  and  apartment  project. 
Twenty-seven  people  are  served  In  14  apartments.     Four  hundred  residents  are 
served  in  community  care  facilities  under  California  license,  and  plana  are  in 
the  procoHS  to  disburse  these  residents  to  ICF/MR  facilities  and  to  group 


CEDAR  LAKE  LODGE,  LAGRANGE ,  KENTUCKY 


GOOD  SAMARITAN  LUTHERAN  HOME,  CYPRESS,  TEXAS 


good  shepherd  Lutheran  homes,  terra  bella,  California 


homes. 
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The  current  value  of  property  Is  approximately  12  million.    The  agency  is 
assisted  by  a  foundation  with  a  value  of  5  Billion  dollars* 

With  500  employees,  the  annual  operating  budget  is  10  million  dollars.  Of  the 
annual  operating  budget,  25X  is  charitable  subsidy, 


BETHESDA  LUTHERAN  HOME,  WATERTOWN,  WISCONSIN 

Bethesda  was  founded  in  190A,\   Five  hundred  residents  are -served  at  the 
Watertovn,  Wisconsin  campus,  including  residential,  skilled  nursing,  and 
ICF/MR  services.    In  addition,  72  residents  are  served  in  10  group  homes 
around  the  country*.  The  agency  la  also  licensed  for  children's  services  in 
mental  retardation. 

The  value  of  properties  is  approximately  27  million  dollars.    A  foundation 
serving  Bethesda  is  valued  at  3  million  dollara  currently. 

With  600  employees,  the  annual  operating  budget  is  1A  million  dollars.  Of  the 
annual  operating  budget  50%  1*  charitable  subsidy. 


VLF/cc 

February  6,  1984 
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REPORT  TO  THE  BOARD  OF  DIRECTORS 


S,  2033:     ANALYSIS  AND  COMMENT: 


The  Community  and  Family  Living  Amendments  of  1983,  S . 2053 »  was  introduced  in 
the  United  States  Senate  by  Senator  John  Chafee  (R)  R.I.,  on  November  4, 
1983.  The  measure  has  been  referred  to  the  Senate  Finance  Committee  where 
hearings  have  been  scheduled  by  the  Subcommittee  on  Health  on  Monday, 
February  27,  1984.  Announcement  of  the  hearings  evoked  a  very  large  number  of 
requests  to  test  i  f y  before  that  subcommi  t  tee ,  largely  from  opponents  of  t  he 
proposed  legislation.  Hearings  to  be  held  on  February  27  are  the  third  in  a 
series  of  hearings  on  loflg  tenn  health  care.  Chairman  of  the  Subcommittee  on 
Health  is  Senator  Dave  Durenberger  (R),  Minnesota.  In  announci  ng  the 
hearings,  Senator  Durenberger  said  in  part...  "the  Subcommittee  is  interested 
in  the  development  of  an  integrated  long-term  care  delivery  system  which 
provides  an  appropriate  level  of  care,  in  an  appropriate  setting,  on  a 
cost-effective  basis."  Senator  Durenberger  said  that  the  Subcommittee  is 
interested  In  hearing  from  the  Administration,  the  states,  providers  and 
consumers. . .  particularly  in  comments  on  t he  possi  ble  benef  its  to  be  derived 
for  the  disabled  from  the  Medicaid  program  a?  the  result  of  the  proposed . shi ft 
to  community-based' care ;  the  feasibility  and . obstac les  to  providing  such  care, 
and  the  experience  available  from  existing  community  based  facilities  for  the 
disabled.  \ 

Background : 

In  1975  rules  were  issued  allowing  residents  of  Intermediate  Care  Facilities 
for  the  Mentally  Retarded  (ICF/MS)  to  be  eligible  for  Medicaid.  The  goal  of 
the  1CF/MR  program  is  to  help  each  de  velopmenta  1  ly  disabled  person  reach 
his/her  maximum  potential.  Each  resident  is  to  have  an  individual,  active 
treatment  and  training  program.  The  assumption  is  that  the  resident  can 
develop  beyond  current  capabilities. 

ICF/MR  facilities  are  licensed  and  monitored  by  the  states  and  must  meet  Life 
Safety  Code  provisions  and  many  other  state  and  federal  standards.  (There  are 
560  specific  federal  standards  alone  governing  such  facilities.)  Facilities 
are  Inspected  for  quality  of  programming  and  treatment  of  residents,  for 
physical  safety  and  sanitation  and  for  utilization,  reviewing  the-  level  of 
care  appropriate  to  meet  residents*  needs. 

Professional  services  are  extensive.  They  include  nursing,  dental,  medical, 
psychological,  physical  and  occupational  therapy,  speech  pathology,  audiology, 
therapeutic  recreation,  pharmacy,  social  and  dietary  services.  Organizations 
such  as  Cood  Samaritan,  Good  Shepherd,  Cedar  Lake  Lodge,  and  Bethesda  provide 
an  additional  dimension  of  service  of  no  small  significance  -  the  religious 
atmosphere  of  the  home  and  the  opportunity  for  worship  and  religious 
experience  for  its  residents.  ICF/MR  programs  serve  persons  with  a  broad 
range  of  needs:  blindness,  cerebral  palsy,  epilepsy,  and  mental  retardation. 
Some  ICf/MK  residents  have  no  next  of  kin  and  are  wards  of  the  state  for  a 
number  ot  reaftons>  including  abuse  and  rejection  by  parents. 
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In  197,  Public  Uw  95-602  was  enacted  to  define  more  clearly  the  nature  of 
*  .  u..j^,n    .ccictiinrp.     From  b  to  15/.  of  * 


dlsiMllty  In  order  to  qualify  for  Medicaid  assistance.  From  b  to  13X  o  the 
i  n  a  y  retarded  live  in  some  for,  of  residential  setting;  the  majority  are 
c  e  .,  at  home.  If.ld.nt  1.1  setting,  vary  in  .l«e  fro.  the  very  large 
".te-run-  institutions  to  cottage-type  residential  faculties  for  8  or  10 
tnd  viduals.  Local  public  sentiment,  often  hostile  to  the  eatabllsh.cn  of  a 
Uclnty  in  a  given  neighborhood,  creates  an  added  burden  in  attempting  to 
ore  for  1CF/HR  residents  close  to  their  former  residence. 

Prior',,    the    tJmo    that    S.2053   was    introduced    in    the   Senate,    a    number  of 
le-t  ng"  produced   modifications    in    the    the,  •  proposed     egislation.  HoweV 
the   thrust   of    the    legislation   remains    the    same   -   to   deinstitutionalize  the 
Lent ,11V  retarded'     Major  proponent   of   the  legislation  is  the  Association  of 
Tot  reo   ClXns       Opponents    Include    the   American   Health    Care  Association 
vh    b    represents    some'    8,000    institutions    providing    one    form    of    c    e  o 
another,    as   well   as  Parents   Network,    the  Child   Welfare   League   and  National 
Homes  for  Chi ldren. 

Substance  and  critique  of  the  proposed  legislation: 

Ihere  are  some  admirable  characteristics  ir,  the  proposed  legislation  that 
d  o  t  be  dismissed  ll*htly.  Its  purpose:  to  promot  f  ,  P-r^pa  on 
of  the  severely  handicapped  in  community  life.  Sections  of  the  bill  stall 
?L  Severe  v  handicapped  persons  arc  able  to  learn  and  to  contribute  to 
that    severe l.    nanoicappi     f  productive    lives.     Emphasis  on  the 

society  and  ,houl  be  en  our*  to  ^^""^^  portPlc ,  pat  ,on  are 
development   of   bc-ttings   that   cmp.a  Btresse6    the    importance    of  small 

■«  " 

neighborhoods.     These  are  all  worthwhile  objectives. 

D,,ectS  in  the  proposed   legislation  are  readily  apparent      To  the extent  that 

-t-  « ;er;ir;id:onT,reeMVr:houraVdre18s:hi 

of      lvu,s  the  dialed  need  are   not   ava  1  b  e   -^smalljac  .U^ 

another    way    -    the    bill    pro|o&es    a    .     i  relevant  only  in  the 

problem.     The  question  of  the  -l.e  of   an  '-tit^ion  is   r^  ^  ^  ^ 

iZZiS  c         of  is  quite  forgotten  in  the  concern  over 

llu.;^-  ^    consideration    in    the    leg!  s  .at  i o,   as    propose      is   g  ven  to 

-"to  tL7^  S?ir.-5  :nI"S;S  torLTtCior  Jiectively  and 
live  as  independently  as  possible. 
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The  bill  also  suffers  from  a  lack  ,  of  discussion  of  standards,  provides  no 
safeguards  against  patient  abuse,  fails  to  discuss  sanctions  *o  provide  for 
entorcemunt,  and  may  well  h,>  considerably  more  expensive  than  what  Medicaid  is 
willing  to  pay.  The  impact  of  the  legislation  as  proposed  is  that  it  would 
withdraw  funding  from  good  facilities,  such  as  Bethesda,  Cedar  Lake  Lodge, 
Good  Samaritan  and  Good  Shepherd  Homes,  that  provide  services  that  enable  the 
mentally  disabled  to  learn  skills  needed  for  independent  living.  At  the  same 
time  the  bill  would ^t ransfer  funding  to,  facilities  with  an  unknown  ability  to 
care  for  the  mentally  disabled. 

Hu^vwr^ well-intentioned  the  legislation  is  -  to  deinstitutionalize  care  for 
the  disabled  -  major  shifts  in  the  delivery  of  services  that  lack  adequate 
preparation,  facilities  available  to  accept  responsibility  for  such  a 
transfer,  or., at  least  the  probability  that  the  benefits  envisioned  would 
outweigh  the  risks  and  pitfalls  such  a  change  might  well  engender,  are 
ill-conceived  and  in  need  of  reconsideration, 


Summary  and  Conclusion; 

From  a  national  perspective,  what  seems  to  be  needed  is  a  healthy  mix  of 
institutions,  large  and  small,  that  irinister  to  the  diverse  heeds  of  the 
handicapped  in  our  society.  Emphasis  needs  to  be  placed  on  QUALITY  OF  SERVICE 
rather  than  on  size  as  a  determinant  for  funding,  whether  from  Medicaid  or 
from  any  other  source.  Institutions  that  are  public  as  well  as  those  that  are 
private,  large  and  small,  regional  and  local  are  all  part  of  a  balanced 
approach  to  the  care  of  the  severely  disabled. 

As  constituted,  ignores  the  history  of  service  and  the  quality  of  care 

that  i.as  been  recognized  nationally,  that  has  earned  the  continuing 
endorsement  and  support  of  large  constituencies,  as  in  the  case  of  Bethesda 
Lutheran  Home  -  one  of  many  religiously  related  quality-service  institutions 
in  America  today.  If  the  effect  of  legislation  as  proposed  in  S.2053  is  to 
disaww  the  services  of  such  institutions,  our  society  will  bo  poorer  for  such 
a  legislative  decision. 


A  Pc»  1 J  tical  Note 


S.2053  has  been  scheduled  for  hearings  on  February  27,  Social  Ministry 
Services  will  monitor  that  hearing  and  report  on  it.  No  companion  bill  is 
scheduled  In  the  House  of  Representatives,  nor  are  there  any  known  uponsors 
for  such  legislation  at  the  present  time.  The  political  implication  of  S.2053 
In  an  election  year  are  such  that  few  congressmen  would  have  an  interest  in 
endorsing  legislation  that  has  the  potential  for  the  arousal  of  public 
sentiment   th.it  could  be  detrimental   in  an  election  campaign. 
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While  interest  Us  beep  generated  in  Lutheran  circles,  efforts  to  engage  in 
significant  political  action  at  this  time  do  no;  fieetn  warranted.  S.2053  in 
its  present  form  has' aroused  more  opponents  than  it  has  garnered  supporters. 
In  4tty  case*  organizations  such  as  the  American  Health  Care  Association,  with 
whom  we  are  in  touch,  have  promised  to  keep  us  apprised  of  developments,  vill 
coordinate  response  to  this,  as  well  as  to  other  proposed  legislation,  anr.  has 
requested  our  cooperation  at  the  information  as  well  as  the  action  level  of 
response.  Through  testimony  before  the  Senate  Subcommittee  our  concerns  will 
be  given  aftple  consideration. 

Eugene  W.  LInse 

Board  for  Social  Ministry  Services 
January  31,  198* 


EWL : gc 

''sv.  2/20/84 
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Statement  by 

ARTUR  MAGER 

Submitted  for  inclusion  in  the  printed  record 
OF  THE  SENATE  FINANCE  SUBCOMMITTEE  ON  HEALTH 
H£ABING_QN„gOM^ 

To  be  held  February  27,   1984  in  Washington  D.C. 


Mr.  Chairman  and  Members  of  the  Subcommittee! 

As  a  parent  of  a  blind,  severely  retarded  daughter,  2-nd  Vice  President 
of  the  Association  for  Retarded  Citizens  of  California,  past  Chairman  pf 
Los  Angeles  Developmental  Disabilities  Area  Board,  past  President  of  the 
Exceptional  Childrens  Foundation  and  a  recipient  of  ARC-CAs  Golden  Rule 
Award.  I  would  like  to  call  the  Subcommittee's  attention  to  the  many 
objectionable  provisions  of  S,  2053  and  urge  you  to  defeat  this 
potentially  very  harmful  bill. 

As  you  know,  S.  2053  provides  for  amendments  to  the  Medicaid  laws  which 
would  substantively  widen  Medicaid  eligibility  and  coverage,  but  deny 
assistance  to  severely  disabled  individuals  residing  in  facilities  which 
have  more  than  approximately  9  beds.  All  larger  residential  facilities 
would  be  phased  out  over  a  10  (in  some  very  special  cases,  15) 


^  >~  9 
i)  *j 
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year  period.  Sines  such  facilities  are  currently  serving  primarily 
severely  and  profoundly,  often  multiply  handicapped,  mentally  retarded 
individuals,  these  would  be  the  people  most  adversely  affected  by  this  ill 
conceived  legislation. 

But  'let  me  list  and  explain  my  concerns* 

1. Contrary  to  often  repeated  assertions,  serious  research  into  the  matter 
of  desirable  size  of  residential  facilities  for  mentally  retarded  people 
<Ref .   1)  disclose?,  lack  of  any  substantive  evidence  that  large  facilities 
are  "bad",  just  because  they  are  large,  and  si  mil  aril y  there  is  no 
evidence  that  small  facilities  are  "good",  just  because  they  are  small. 
Therefore  the  proposed  phase-out  of   large  facilities  is  grossly 
inappropriate  and  irresponsible  because  some  of  the  existing  large 
facilities  (such  as  the  newly  remodeled,  to  provide  homelike  settings, 
Lanterman  State  Hospital  and  Developmental  Center  in  Pomona,  CA)  are 
delivering  much  needed,  excellent  quality,  developmental  care.  Moreover, 
it  should  be  noted  that  this  simplistic  use  of  size  as  a  sole  determinant 
of  the  quality  of  care  is  particularly  wasteful  today  because  many  States 
have  recently  spend  hundreds  of  millions  of  dollars  to  improve  their  large 
facilities. 

.  2. According  to  serious  researchers  the  selection  of  "optimal"  residential 
facilities  for  mentally  retarded  people  depends  on  local  environment  and 
local  constraints.   The  matter  of  si2e  should  be  related  to  a  person's  age, 
past  experiences,  ability  level,  current  life  situation  and  his  or  her 
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physical ,  psychological  or  medical  requirements.  Because  of  that,  a 
properly  balanced,  but  full,  spectrum  of  various  kinds  of  facilities  is 
required.  Legislative  imposition  of  a  single  mode  residential  system  i» 
highly  inappropriate  since  it  would  deny  some  people  the  right  to  care  in 
facilities  that  they  need. 


3.  The  proposed  Medicaid  restructuring  does  not  address  the  lack  of 
incentives  for  the  establishment  of  community  based  facilities.  Certainly 
not  Medicaid-certif ied  facilities,  capable  of  delivering  care  appropriate 
for  the  needs  of  profoundly  and  severely-  mentally  retarded  people..  It  will 
dismantle  large  facilities  without  any  assurance  that  the  needed  community 
based  residences  will  come  into  being.   In  California  alone  I  estimate  that 
more  than  about  1700  new  facilities  would  be  required  to  house  the 
population  currently  residing  in  large  facilities.  Nationwide  probably 
some  170000  to  200000  new  facilities  would  have  to  be  opened.  Because  of 
that,  the  restructuring  is  potentially  harmful,  physically  and 
developmental ly,  for  the  severely  and  profoundly  mentally  retarded 
individuals.   It  will  repeat  the  tragic  mistake  we  made  when 
deinstitutionalizing  the  mentally  ill   at  an  uncountable  cost  in  human 
suffering,  a  mistake  which  today,  in  California,  we  are  trying  and  finding 
so  expensive  to  correct. 

4.  It  is  very  difficulty  if  not  impossible,  to  accurately  determine 
whether  the  costs  of  care  in  large  facilities  are  any  different  than  the 
casts,  at  the  same  standard  of  care,   in  small  facilities,  host  comparisons 
of  cost  neglect  the  much  greater  need  for  the  personal  care  of  the 
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severely  and  profoundly  mentally  retarded  population,  as  well  as, 
start-up,  monitoring  and  phast  »out  costs  which  the  proposed  restructuring 
would  impose.    Indeed,  the  California  Legislative  Analyst's  data  <Ref.  2) 
indicates  that  the  costs  of  similar  services  in  community  based 
facilities,  including  start-up,  are  slightly  higher  than  in  comparably 
remodeled  state  hospitals  (including  remodeling  costs).  This  means  that 
the  proposed  restructuring  will  not  only  fail  to  reduce  costs,  but,  aven 
for  the  same  expenditures,  it  is  likely  to  lead  to  a  reduced  standard  of 
care  for  the  severely  and  profoundly  mentally  retarded  people  currently 
residing  in  large  facilities.  And  when  the  major  cost  increases  connected 
with  the  proposed  expansion  of  Medicaid  eligibility  and  coverage  are 
considered,  then  it  becomes  obvious  that  the  aim  of  this  legislation  is 
not  to  reduce  costs,  but  to  transfer  the  Medicaid  support  from  those  that 
need  it  most  to  those  who  can,  to  a  large  degree,  be  self-sufficient. 
Isn't  this  contrary  to  the  vary  purpose  of  Medicaid? 

5.  The  transition  time  provided  in  the/bill  is  pitifully  inadequate* 
Nebraska,  which  since  196B  has  been/reducing  it's  institutional  population 
□f  only  2400  persons,  17  years  later,  by  1985,  will  still  have  some  250  in 
institutions.   This  slow  process  was  deliberately  introduced  in  1972  to 
stop  inhumane  "dumping"   (that  is,  discharge  from  large  facilities 
regardless  of  the  existence,  of  appropriate  community  based  facilities). 
And  in  spite  of  this  telling  experience  this  bill  proposes  to  phase-out 
large  facilities  within  10  years!     Apparently  the  cost  of  human  buffering 
is  unimportant  since  most  of  the  severely  and  profoundly  mentally  retarded 
people  cannot  speak,  much  less  speak  for  themselves* 
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6. Penodi  call  y>  in  our  dally  newspapers,  we  see  stories  pertaining  to  the 
abominable  state  of  community  based  residences.   Many  problems  of  these 
residences  may  be  traced  to  the  fact  that  privately  owned  facilities  are 
extremely  unstable,  closing  overnight  without  an/  consideration  of  what 
that  will  do  to  their  residents.   As  a  result  of   these  forced  transfers  the 
residents  live  in  perpetual   threat  of   a  crisis.   Moreover,  monitoring  and 
licensing  of  community  based  facilities  is  very  superficial  and  the 
constantly  changing    staff   in  these  facilities  lacks  any  training 
whatsoever.   I  am  sure  that  you  can  readily  see  what  that  would  do  to  even 
"normal "  people.  For  sensor ily  deprived,  severely  and  profoundly  mentally 
retarded  individuals  this  is  an  incessant  psychologically  and  physically 
injurious  trauma  often  resulting  in  death   (Ref.   3).  Hardly  a  normal, 
homelike  family  setting  which  the  proponents  of  S.  2053  are  promising.  But 
the  proposed  bill  makes  but  a  feeble  and  meaningless  attempt  to  fin  these 
most  pressing  problems  of  community  based  facilities  which,  because  of  the 
additional  demand  that  it  will  create,  are  likely  to, become  very  much  . 
worse. 

i 

Because  of  the  above  reasons  S.   2053  is  not  a  realistic  solution  to  the 
fiscal  problems  of  Medicaid,  but  a  naively  wasteful,  simplistic  approach 
to  a  very  complex  issue  which  goes  against  the  very  purpose  of  Medicaid. 
It  is  likely  to  result  in  very  substantial    increase  of  costs  and  wA  1 1 
cause  untold  harm  to  many.    It  deserves  to  be  defeated! 

You  should  know  that  because  of   these  and  other  objections,  the 
Association  for  Retarded  Citizens  of  California   (ARC-CA)  passed  two 

\ 
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strongly  worded  resolutions  against  it's  national  organization's 
involvement  in  sponsoring  this  legislation  and  continues  to  be  strongly 
opposed  to  S.  2053.   I  am  aware  that  similar  opposition  throughout  the 
Nation  is  also  shared  by  many  other  ARC  organizations. 


Ref rences) 

1.  S.  Landesman—Dwyer i  i3iy^ng-iD„tbt-.G°?«fflyQit^.  Am.  Journal  of  Mental 
Deficiency  1981,  Vol.   86,  No.   3,  pp.  223-234. 

2.  Legislative  Analyst  State  of  California}  Ibfi_EbflfterQyL_g£~£b£ 
DevglggmeQtal^DjLsabil  itiBS^Prg  January  1982. 

3.  C.   R.  Miller.  Dei  nst i  ty£ional  i za^QD-*^ 

PCQfoynyiy.^Reiartfe^j,  in  C.  C.  Cleland  *  L.  J.  Talkington  (Eds.)  Research 
With  Profoundly  Retarded.  Austin  TX  The  Western  Research  Conference  and 
the  Brown  Schools* 
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Edward  ArMalonc 

Management  CotutulUnt 


February  8,  1984 


Mt. .  Roderick  DeArment 
Chief  Counsel 
Committee  on  Finance 
U.S.   Senate  Room  SD219 
Washington,   fr.C.  20510 

Dear  Senator : 

I  am  writing  you  concerning  Sen*)—  tiwMMttM  ijititled  "The 
Community  and  Family  Living  Amendments  of  1983"  which  was  intro- 
duced in  the  Senate  on  November  4,  1983  by  Senator  John  H.  Chafee 
of  Rhode  Island.     I  consider  this  bill  to  be  ill-conceived  and 
one  that  should  be  cancelled  or  dropped. 

I  consider  myself  to  be  well  qualified  to  comment  on  this  bill. 
I  have  a  son  who  is  mentally  retarded,  and  presently  resides  at 
Beverly  Farm  in  Godfrey,   Illinois.     Ned  has  resided  at  Beverly 
Farm  since  1966,  a  period  of  18  years;  they  have  been  18  great 
years  for  Ned  and  18  years  of  confidence  for  our  family.  Beverly 
Farm  is  an  outstanding  facility,   is  owned  by  the  parents/guardians. 
o£  the  residents  there,   is  licensed  as  an  intermediate  care 
{facility  (ICF-MR)  by  the  State  of  Illinois  and  provides  excep- 
tional accommodations  with  particular  emphasis  on  tender  loving 
'care  to  each  resident. 

The  care,  activity  and  development  in  the  least  restrictive 
environment  as  furnished  at  Beverly  Farm  could  not  be  dupli- 
cated for  my  son  in  a  group  home  facility.     I  am  not  opposed  to 
group  homes  as  a  community  f acll i ty  but  to  have  a  group\home 
program  as  proposed  in  Senate  Bill  #2053  would  be  completely 
unacceptable  to  me  and  I  believe  to  the  majority  of  the  Barents 
of  profound  and  severely  retarded  children.  V 


I  am  not  represented  by  any  group  other  than  the  Beverly  Farm 
parents  group  and  the  "Voice  of  the  Retarded"  group  in  Chicago. 
I  desire  that  my  opposition  to  Senate  Bill. #2053  be  considered 
opposition  of  a  parent  with  experience. 

I  recommend  that  Senate  Bill  #2053  in  its  entirety  be  cancelled 
or  dropped  and  that  my  letter  be  entered  as  testimony  in  opposi- 
tion to  Senate  Bill  #2053. 


Si  ncerely , 


1126  Hunting  Court 
Palatine,   IL  60067 


KAM : am 


Food  Service  Planning,  Operation.  Marketing,  and  Management  at  a  Profit 
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PARENTS  &  FRIENDS  VOLUNTEER  ASSOCIATION 

OF 

Mt.  Vernon  Developmental  Center,  Inc. 

P.O.  Box  762  ML  Vernon,  Ohio  430SO 

WRITTEN  TESTIMONY  FOR  THE  RECORD  ~  SENATE  HEARINGS  ON  S2053 
C.B.O.  MEMORANDUM? 

The  G.B.O.  Memorandum  of  December  8,  1983  by  Diane  Burnside,  subjecting  Senate 

Bill  S2053,  Community  Based  Living  Arrangements,  to  a  cost  analysis  can  be 
described  as  being  statistically  and  factually  inaccurate  even  from  the  view- 
point of  a  layman. 

First  consideration  must  be  paid  to  the  outlay  estimates  as  presented  which  are 
doubtful,  at  best,     It  must  be  assumed  that  such  figures  are  projected  both  by 
the  number  of  residents  presently  in  M.Ri   institutions,  and  the  alleged  cost 
^(ITf ferential  of  these  same  residents  in  a  community  setting.     It  should  be 
pointed  out,  however,  that  all  cost  comparisons  to  date  have  been  conducted 
uuing  mildly  retarded  persons  as  models  in  both  settings.     Research  organiza- 
tions have  yet  to  produce  studies  of  the  severely  handicapped  retarded  population's 
comparison  costs  in  both  environments  because  they  do  not  exist.    Residents  of 
institutions  selected  for  possible  community  placement  are  screened  carefully 
for  adaptable  characteristics  before  placement.    We  must,  therefore,  discount 
the  difference  in  cost  theory  on  the  basis  of  institutional  per  diems  being 
exactly  equal  for  a  mildly  involved  resident  aa  opposed  to  a  profoundly  involved 
one,  requiring  more  intensive  care,  therapeutic  and  medical  treatment! 
By  all  means,  we  must  question  the  outlay  estimates  when  the  fact  that  many 
thousands  of  people  will  be  added  to  Medicaid  rolls  who  are  presently  receiving 
family  and  other  support.  By  virtue  of  the  broad  scope  of  S2053,  the  National 
Association  for  Retarded  Citizens  estimates  one  million  people  will  be  added 
who  are  not  now  receiving  Medicaid. 

The  cost  of  deinstitutionalization  estimates  are  rather  paltry  when  one  considers 
the  start-up  costs  of  one  Modicaid7certif ied  facility.     It  would  be  interesting 
to  know  the  source  of  these  estimates.    According  to  S2053,  the  structure  must 
not  be  unlike  Its  surroundings}  must  conform  to  all  local  building  codes;  and 
must  meet  strict  Medicaid  standards  as  to  square  footage  per  resident;  emergency 
facilities;  emergency  exltn;  furniture  (quantity  and  quality);  training  of  caff; 
rehabilitative  and  recreational  programming;  resident  charting,  planned  diets, 
and  proper  medical  procedures,  to  mention  only  a  few.    The  figures,  however,  saem 
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only  to  assume  movement  into  nonrcertif led  homes. 

In  addition  to  the  expenoe  of  Medicaid  certification,  there  will  be  the  age-old 
problem  of  finding  a  community  in  which' the  homes  will  be  approved.    Many  '>f  our 
Ohio  communities  have  enacted  moratoriums  on  group  homes,  regardless  cf  size.  In 
such  cases,  court  proceedings  may  be  necessary  to  test  constitutionalities  and 
litigation  will  add  to  the  start-up  costs. 

The  (T.B.O.  report  makes  many  open-ended  statements  which  are  questionable,  such  as: 

1.  Projection  »  decline  of  institutionalized  residents  at  a  .017  rate  due  to  death 
and  placement , 

Statistical  Fact  -  One  (1)  in  five  (5)  babies  born  per  year  are  mentally  retarded, 

.2Z  requiring  institution  placement  for  various  reasons. 

Question:  isn't  the  .017%  a  lower  rate  than  the  ,2X  admission  rate? 

2.  Projection  -  Certain  educational  programs  for  institutionalized  residents  are 
paid  by  other  sources,  but  will  be  picked  up  by  this  program. 

Statistical  Fact  -  Many  institutions  provide  on-grounds  programs  which  are  then 
a  part  of  their  per  diem  costs. 

Question?     Is  the  added  cost  of  these  programs  included  in  the  deinstitutionaliza- 
tion cost  projection,  or  will  public  education  and  local  M.R.  Boards  be  required 
to  assume  the  responsibility? 

3.  Projection  -  Each  state  would  select  its  own  models  of  comaunity  living  deter- 
mining the  coyt/saving  factor. 

Statistical  Fact  -  Due  to  the  absence  of  data  comparing  institutional  versus 
community  costs,  community  costs  on  a  resident  by  resident  basis  may  be  higher. 
Question:     it  is  constantly  assumed  there  will  be  a  savings  in  all  cases*    To  y 
what  point  do  we  retreat  if  the  cost  is  greater  overall? 

4.  Projection  -  No  allowance  was  made  for  behavioral  treatment  of  the  residents 
placed  in  the  community. 

Statistical  Fact  -  According  to  a  study  by  The  Association  for  the  Retarded 
in  Minnesota,  "  unfortunately,  some  people  who  have  been  moved  to  small,  living 
arrangements  have  regressed.    Small  scale  facilities  do  not  cause  good  programs. H 
Question:    How  does  the  possibility  of  regression  impact  the  per  diem  figures? 
What  is  the  ratio  of  progressive  to  regressive  behavioral  patterns? 
The  C.B.O.  estimate,  like  S  2053,  assumes  "one  size  fits  all"  and  reflects  a  study 
completed  In  haste  and  totally  without  foundation  of  statistically  or  technically 
accurate  analysis.    Observation  of  recent  development  by  community  providers  would 
indicate  that  even  15-bed  facilities  are  not  cost  effective,  given  the  services 
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that  must  be  provided;  therefore,  32,  48,  and  even  100  bed  facilities  have  been 
newly  constructed,     S  2053  would  effectively  establish  their  demise  some  15  years 
down  the  road  and  we  view  that  as  financially  demoralizing. 

GENERAL  OVERVIKW  of  S2053  and  ITS  IMPACT 
Despite  its  claims  to  "protect"  the  institutionalized  M, R.  population, .;s§., 2053 
will,  in  effect,  legislate  deteriorating  living  conditions  in  institutions. 
The  influx  of  Medicaid  funds  into  institutions,  and  the  necessity  to  meet  ICF/MR 
standards,  have  made  possible  steady  improvements  in  the  surroundings  and  quality 
of  life  for  all  residents,     In  addition,  for  the  first  time,  there  exist*  a 
stability  of  funding  never  possible  when  this  population  was  riding  the  roller 
coaster  of  shifting  state  political  priorities. 

Apparently  Ohio  is  further  advanced  than  many  states  in  community  development. 
At  Mount  Vernon  Developmental  Center  there  has  been  active  placement  in  the 
community,  with  the  only  recidivism  being  necessitated  by  severe  medical  or 
behavioral  needs.     Our  population  already  reflects  only  the  most  medically 
and/or  behaviorally  involved  residents,  ^ 
the  State  of  Ohio  has  problems,  however,  with  efforts  to^mandatc  wholesale 
deinstitutionalization.     An  example  is  Ohio's  decision  to  close  Orient  Develop- 
mental Center  and  adapt  the  facility  to  a  prison.    Accordingly,  Orient ' s  budget 
monies  were  redirected  to  community  development  and,  now  that  the  Center's 
alternative  placement  is  bogged  down  with  approximately  300  residents  not  yet 
placed,  money  must  be  drawn  from  the  remaining  Centers1  funding  to  operate  the 
facility.    This  represents  a  serious  deprivation  for  all  concerned, 
As  parents,  wo  protest  the  condescending  attitude  of  the  M.R.  professionals  who 
-  persist  in  "patting  us  on  the  head"  as  they  assure  us  that  our  sons  and  daughters 
belong  Ln  th-  community  despite  their  multihandienps .    Nonsense.    This  intellectual 
"philosophy"   m  the  rights  of  the  retarded  was  long  overdue  for  many  who  can  profit 
from  life  It-  the  community;  however,  we  had  our  family  members  in  the  community 
and  sought  placement  Ln  an  environment  where,  overnight,  they  achieved  a  human 
dignity  and  security  that  was  not  and  WILL  NEVKR  BK  available  in  the  public  sector, 
Only  the  larger  r.ic  Llity  can  guarantee  residents  the  bolH-ln  monitoring  systems, 
Clients'  Rights  Advocate,  and  SocurUy  team  which  protect  our  f.imtly  mem'.ers  who 
c.innut-  protect  thoinsel ves  from  abuse. 
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We  who  have  failed  .it  coping  on  a  24 -hour  basis,  not  only  recognize  the  obvious 
benefits  of  three  8  hour  shifts,  but  also  understand  the  pressures  contributing 
tn  th*  frequent  turnover  in  group  homo  -sti'f  f .     Uftable  to  manage  a  family  member's 
physical,  medical,  and  behavioral  needs  In  the  community,  parents  view  with 
concern  anyone's  ability  to  cope  successfully  in  n  group  home  situation.  The 
longevity  of  group  home  operation  is  also  a  concern,  as  frequent  closure  is 
already  evident.    Again,  the  larger  facility  roust  be  available  as  a  support 
service , 

No  legislation  from  Washington  will  diminish  the  community's  staring;  nor  will 
it  banish  the  zoning  moratoriums;  or  encourage  the  medical  community  to  under- 
stand and  treat  the  M.R.  population  with  compassion.    Given  the  medical  and 
physical  involvement  of  our  population,  Senator  Chaffee's  bfcll  literally  strips 
us  of  any  notion  of  secure,  lifetime  care;  oldtir  institutions  fazed  out  in  10 
years,  newer  large  facilities  in  15. 

It  is  our  understanding  that  there  are  alternative  bills  being  drafted  -  one 
by  the  New  Jersey  Division  of  Advocacy  for  the  Developmentally  Disabled  and  one 
by  the  National  Association  of  State  Mental  Retardation  Program  Directors.  Both 
emphasize  the  need  for  a  continuum  of  services  and  neither 'would  remove  federal 
assistance  from  hironr  facilities  as  long  as  standards  are  met  and  residents 
appropriately  served.    We  heartily  endorse  both  approaches  and  urge  consider- 
ation of  either  of  these  bills  as  alternatives  to  S  2033. 
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STATEMENT  ' 
OF  TIE  NATIONAL  COUNCIL  Or  HEALTH  CENTERS 
TO  THE 
SUBCONMITTEp  ON  HEALTH 

aMtirrnE'ON  finance 

UNITED  STATES  SENATE 
ON  THE  » 

COMMUNITY  AND  FAMILY  LIVING  AMENDMENTS  ACT  OF  1983 
FEBRUARY  27,  1984 

The  National  Council  of  Health  Centers  takes  this  opportunity  to  offer 
its  views  on  S  2053,  the  Community  and  Family  Living  Amendments  Act  of  1983. 
The  proposed  legislation  would  phase  out  Medicaid  funding  for  residential 
facilities  serving  more  than  six  to  nine  severely  disabled  persons  while 
entitling  such  individuals  to  receive  a  wide  array  of  home  and  community- based 
services > 

Members  of  the  National  Council  are  investor-owned  multifacility  nuising 
home  corporations  that  own  or  manage  approximately  2,000  nursing  centers  in  48 
states  and  the  District  of  Columbia.    Our  members  also  provide  many  other 
health- re la ted  services,  such  as  home  health,  alcohol  and  drug  rehabilitation 
programs,  retirement  communities,  and  hospice  centers.    In  addition,  Nacional 
Council  members  operate  many  facilities  that  provide  services  to  children  and 
adults  who  suffer  from  mental  retardation  or  psychiatric  disorders.    Based  on 
the  experience  our  members,  we  believe  that  the  program  proposed  in  S  2053 
would  be  detrimental  to  the  improvements  in  care  for  the  developmentally 
disabled  that  have  been  achieved  over  the  past  several  years.  - 

We  fully  support  the  lagislation's  intent:    "the  full  participation  of 
severely  disabled  individuals  in  community  and  family  life."    Improving  the* 
lives  of  such  Americans  should,  without  question,  be  the  goal  of  Congress,  as 
it  is  the  National  Council's.    But  the  provisions  of  S  2053  are  based  on 
arbitrary  size  limitations,  and  supported  by  questionable  cost  analyses  and 
interpretations  of  major  studies,  relating  to  deinstitutionalization. 
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Recent  national  efforts  to  restructure  care  for  the  severely  disabled 
have  met  with  little  success.    The  ant i- institutional  outcry  of  the  1970s  and 
the  "normalization"  campaigns  that  followed  were  aimed  at  the 
deinstitutionalization  of  overcrowded  large  mental  institutions. 

The  result  was  disastrous  and  tragic.    Thousands  of  mentally  ill  persons 
flooded  communities  without  the  corresponding  shift  of  adequate  community 
services  or  resources.    Many  of  these  people,  unable  to  live  independently, 
were  forced  into  substandard  boarding  homes  or  shelters  for  the  homeless. 
Others  were  isolated  in  small  homes  uncared  for  and  ignored  or  eventually 
forgotten.    The  message  that  emerged  was  that  deinstitutionalization  is  good 
in  theory,  but  without  proper  planning,  research  and  community  support,  it  has 
been  badly  executed.    We  believe  that  S  2053  would  be  an  other  example  of  such 
poor  execution,  and  we  urge  thq  Senate  Finance  Health  Subcommittee  to  oppose 
it. 

The  following  are  our  specific  concerns: 

\ 

There  is  I ittle  evidence  to  support  the  argument  that  all  mentally 
ret ar ded  indi viduals  are  better  oft  living  in  small  community- based 
settings .    S  2035  would  limit  Medicaid  payments  to  eligible  individuals 
residing  in  a  "community  or  family  living  facility"  with  a  capacity  no  greater 
than  three  times  "the  number  of  persons  in  the  average  family  household  in  the 
area  in  which  the  facility  is  located.  .  ."    As  the  average  family  household 
in  the  United  States  generally  runs  between  two  and  three,  the  maximum  size  of 
a  community  or  family  living  facility  would  be  six  or  nine  individuals.  The 
current  literature  offers  no  evidence  to  support  the  premise  that  independent 
living  skills  can  he  taught  only  in  certain-sized  facilities  or  that  given  the 


5« 


559 

same  .individual  care,  developmental iy  disabled  persons  progress  better  in 
smaller  than  in  larger  settings, 

A  1980  study,  "On  Size  and  the  Quality  of  Residential  Care;    A  Second 
Look"  by  George  S.  Baroff,  reviewed  several  major  analyses  of  size  as  a 
relevant  factor  in  residential  care  practices  in  institutions.    The  author 
examined  the  two  kinds  of  studies  that  pertain  to  size,    One  involves  the 
relationship  between  size  and  the  degree  to  which  care  practices  are  resident- 
oriented  versus  institution-oriented.    The  second  considers  actual  resident 
adjustments  in  settings  of  differen    -,ize,    Neither  instance  showed  a 
relationship  between  size  and  the  degree  to  which  care  practices  were 
resident-  vs.  institution-oriented. 

Similarity,  After  analyzing  data  on  clients  in  group  homes  of  differing 
size  (ranging  from  6  ^  20  residents),  a  research  team  at  the  University  of 

Washington  Child  Development  and  Mental  Retardation  Center  concluded  that: 

\ 
\ 

"  •  \ 

"...  group  home  size  Usually  was  not  the  most  important  factor. 
Variables  such  as  geographic  location  of  thevhome,  heterogenity  of  the 
resident's  background,  and  average  age  of  the  residents  were  typically 
more  important  than  was  the  number  of  residents  in  determining  patterns 
of  eating,  social  behavior,  organized  activity  and  being  unobservable." 

Community  placement  is  ideal  for  many  developmentally  disabled  persons 
but  not  all.    These  individuals  have  varying  and  diverse  needs.    In  addition 
to  Buffering  from  mental  retardation,  an  individual  might  also,  for  example, 
be  deaf,. blind,  epileptic  and  unable  to  speak  or  walk,    Service  needs  may  vary 
from  vocational  training  and  management  skills  to  the  intensive  medical  care 
and  therapy  services.    Lower- f imctioning  individuals  are  seldom  accepted  into 
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con:nunity  or  family  care  homes.    Incontinent  and  non-ambulatory,  clients 
require  more  than  can  be  provided  in  a  community  setting.    Others  who  are  not 
accepted  into  the  small  community  environment  are  people  who  may  function  in 
^the  severe  to  moderate  range , of  retardation  but  have  involved  .medical 
'problems.    Severely  impaired  individuals  with  cerebral  palsy,  uncontrolled 
seizure  disorders,  and/or  sensory  impairments  are  just  a  few  examples.  These 
people  may  not  need  the  expensive  and  intensive  care  of  the  restricted 
environment  of  a  state  hospital,  but  neither  is  community  placement 
appropriate  for  them.    They  are  aptly  cared  for  in  an  intermediate  care 
facility  for  the  mentally  retarded  (ICF/MR). 

ICI\MRs  also  have  two  important  advantages  over  smaller  community 
facilities:    a  stress  -on  socialization  and  staff  longevity.  Portland 
Residence,  a  ICF/MR  in  Minneapolis,  MN,  serves  100  residents.    To  give  its 
clients  experience  with  small  groups,  the  facility  is  divided  into  eight 
living  units.    For  socialization  purposes,  a  resident  has  the  opportunity  to 
mingle  within  his  or  her  unit  or  in  other  units.    This  flexibility  in  the 
setting  allows  an  individual  the  stimulation  of  a  variety  of  functioning 
levels.    If  a  person  in  a  group  home  has  an  active  personality  problem  with 
others,  that  individual  will  likely  leave  the  facility.    At  Portland 
Residence,  however,  there  is  an  opportunity  for  residents  to  move  within 
different  levels  of  environment  so  that  a  client  who  has  conflicts  with  others 
does  not  have  to  be  removed  from  the  system  and  feel  that  he  or  she  has 
failed; 

Staff  longevity  is  an  important  element  of  many  lCF/MRs.  These 
faciliti'-s  experience  a  very  low  burn-out  or  turnover  rate  because  the  staff 
works  jri  8  to  10-hour  shift  per  day  during  a  40-hour  week.    These  limited 
shifts  Ym>p  the  uaff  mentally  and  physically  fresh  while  working  with 
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residents.    This  arrangement  contrasts  sharply\with  the  high  burn-out  and  high 
turnover  rate  in  small  community-based  facilities  where  the  staff  live  and 
'    work  with  the  residents  24  hours  a  day.    Further,  many  ICF/MRs  hire  only 
college  graduates  to  work  as  direct  care  staff,  thereby  employing  mature, 
disciplined  people  who  are  trained \to  think  and  work  with  the  residents, 
\  *  Economies  of  scale  and  other  effic  enoies  gained  from  their  size  allow  ICF/MRs 

\  to  offer  the  competitive  salaries  to  at/ract  such  employees.    This  cannot  be 

said  of  many  small  community  facilities,    Large  ICF/MRs  offer  the  residents  an 
array  of  services;    registered  nurses,  speech  pathologists,  speech  clinician 
and  education  departments  with  teachers  trained  in  special  education,  music 
therapy,  and  recreation  therapy, 

'Hie  evidence  is  quite -clear.  /A  continuum  of  programs  and  living 
alternatives  are  necessary  to  meet  the  many  needs  of  the  severely  disabled. 
Often  the  placement  most  appropriate  to  that  individual's  needs  is  a  large 
ICF/MR  facility  where  the  n  .'cessary  professional  staff  and  services  are 
available.  ....    

Tho_oi . .  rep  .LA \  t.cjLQ.t ur e __o f  f  c r s  no  s  ubs  t  an  t  i  a 1  c v  i  den ce  that  sma  1 L 
£a.cj _U, tjjr s__a re  1  es s  e xpens i  ve  t ha n  larger  facilities  .    Ma j or  s t ud i es  ind i ca t e , 
at  b^st,  a  weak  relationship  between  size  and  costs.    New  York  City -s  1981 
examination  of  community  residence  programs  for  individuals  with  severe  and 
profound  developmental  disabilities  found, that  the  small  and  community-based 
residences  studied  reposed  higher  per-client  costs  than  the  comparable 
adjusted  average  annual  per- client  cost  for  develupmcntal  centers  in  the 
metropolitan  areas. 

A  lf»76  mini)"  of  community  care  facilities,  MA  Typology  of  Community  Care 
Facilities  and  Differential  Normalization  Out  comes, "  by  r.dftar  Butler  and  Ann 

/' 
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Bjaanes,  concluded  that  there  are  substantial  differences  in  utilization  at 
community  agencies,  services  arid  programs  by  facilities,  and  variations  in 
normalization  activities  within  facilities.    The  authors  found  that: 

"Larger  facilities,  by  and  large,  utilize  agencies,  services  and 
programs,  and  have  more  internal  normalization  activities  and,  thus, 
appear  to  be  closer  to  the  objective  of  normalization  and  developing 

social  competence  than  smaller  facilities. M 

t 

A  comparative  cost  study  of  public  residential  and  community  residential 
programs  by  the  Research  and  Training  Center  in  Mental  Retardation  at  Texas 
Technological  University  revealed: 

"Based  upon  data  collected  in  this  survey,  the  costs  of  providing 
community-based  residential  services  appear  to  be  at  least  equal  if  not 
greater  than  those  in  public  residential  facilities." 


The  Health  Care  Financing  Administration,  in  a  January  1981 
report,  "Background  and  Future  Directions,"  said: 

"There  is  little  evidence  that  coverage  of  community-based  and  in-home 
services  reduced  total  public  expenditures  in  an  open-ended  fee-tor- 
services  system.    Indeed  most  of  the  evidence  is  to  the  contrary,  This 
is  because  expanded  service  benefits  largely  go  to  a  new  (additional) 
service  population  rather  than  substituting  for  nursing  home  care." 
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We  agree  with  the  National  Association  of  State  Mental  Retardation 
Program  Directors,  Inc.'s  argument  that  when  some  of  the  very  studies  cited  by 
proponents  of  community- based  services  are  examined,  the  relationship  between 
facility  size  and  cost  is  not  nearly  so  clear  as  it  may  appear,    "For  example, 
a  recent  report  by  the  New  York  State  Commission  of  Quality  of  Care  for  the 
Mentally  Retarded,  "Willowbrook:    From  Institution  to  the  Communi ty,"  points 
out  that  the  average  annual  per-client  cost  of  care  in  state-operated 
developmental  centers  in  the  New  York  City  area  were  approximately  29  percent 
higher  than  the  average  client  costs  among  the  sampled  community  residences. 
The  authors  of  the  report,  however,  go  on  to  note  that: 

'The  average  per  client  cost  among  apartment  residences  ($39,156)  was 
actually  $2,132  greater  than  the  average  per  client  cost  among  the 
developmental  centers.    And,  more  significantly,  the  average  per  client 
cost  among  state-operated  apartment  residences  ($47,660)  in  the  sample 
was  nearly  29  percent  greater  than  the  average  per  client  developmental 
"Center  costs , '  " 

Ft  is  quite  obvious  that  there  are  no  definitive  studies  of  the 
relationship  between  operating  costs  and  size.    The  scattered  evidence  that  is 
available  is  contradictory  and  subject  to  various  interpretations.  Smaller 
facilities  are  not  necessarily  cheaper.    Programs  with  eight  beds  or  fewer  in 
Pennsylvania,  New  York  and  Michigan  have  revealed  expenses  that  are  two  to 
thn-e  times  .the  costs  of  ICF/MR  care.    The  McComb -Oakland  project  in  Michigan 
reports  costs  of  $70  to  $130  per  day.    Costs  in  New  York  have  ranged  from  $95 
to  $1'>">  a  day.    Most  small  facilities  for  the  mentally  retarded  are  reimbursed 
:it  $"5  prr  day,  many  by  at  least  $100  per  day. 
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Most  states  provide  a  $65~to-70  per  diem  for  ICF/MR  care.    For  example, 
Portland  Residence's  daily  rate  is  $60,  $10  less  than  the  state's  payment  for 
I CP/MR  care.    This  large  faciljty  serving  100  persons  also  provides  numerous 
services,  i.e.,  speech  pathology  and  behavior  analysis,  that  otherwise  are 
available  in  a  small  facility  only  through  expensive  contractual  arrangements. 

The  quality  of  care  for  the  severely  disabled  will  suffer  due  to 
inadequate  community  support.    As  mentioned  earlier,  past  national  efforts  to 
deinstitutionalize  the  mentally  ill  without  proper  community  support  have  met 
with  little  success,    No  new  law  or  regulation  can  guarantee  that  the 
necessary  system  of  services  will  be  in  plan1  in  every  community  thoughout  the 
United  States.    It  is  impossible.    We  are  skeptical  of  the  ability  of 
governments      federal,  state  and  local       to  prevent  "dumping-'  that  has 
occurred  in  the  past  ""and  may  occur  under  S  2053. 

Wo  are  particularly  concerned  with  the  problems  the  proposal  would  bring 
to  states  with  large  areas  with  sparse  population.    For  example,  Lakffcrest 
Development a 3  Care  Center  is  an  Orem,  ITT  7S  bed  ICF/M*  that  provides  services 
to  adolescents  with  nvl'UI  behavior  problems  and  other  mentally  retarded 
individuals.    The  facility  is  currently  at  capacity  and  has  a  patient- 
admission  nrea  coveting  a  400-mile  radius.  ,  The  transfer  of  the  facility's 
residents  into  the  community  would  be  disastrous  due  to  the  lack  of  community 
services.    The  population  distribution  tr>  inadequate  for  the  handling  of  the 
deinstitu'ionalzation  of  ICF/MR  patients.    With  50  percent  of  the  population 
of  Utah  located  around  Salt  Lake  City,  .".he  i est  is  spread  sparsely  over  the 
state?.    In  three-fourths  of  the  state's  communities,  the  availability  of 
services,  physicians,  speech  and  occupational  therapists  as  well  as 
psychologists  and  physicians  is  limited.    In  addition,  travel  time  and  actual 
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Medicaid  dollars  available  would  make  S  2053  unrealistic  except  in  the  Salt 
Lake  City  area. 

A  study  conducted  by  the  University  of  Massachusetts  on  the  status  of 
health  care  for  deinstitutionized,  mentally  retarded  persons  in  that  state 
found  severol  disturbing  factors.    Current  health  systems  are  reluctantly 
responsive  to  the  deinstitutionized.    Care  for  the  mentally  retarded  person  is 
exceedingly  complex  and  time-consuming  for  physicians,  and  the  skills  needed 
by  a  doctor  to  care  for  the  mentally  ill  usually  exceed  those  that  he  or  she 
received  during  training.    Most  medical  staff  are  ill-prepared  or  lack  the 
knowledge  to  deal  with  the  mentally  retarded' s  health  problems*  and  many 
physicians,  dentists  and  nurses  have  problems  dealing  with  people  whose 
appearance  or  behavior  is  different  and  want  to  segregate  them  from  other 
patients.    In  a  similar  vein,  the  Texas  Technological  University  study  found 
that: 

"...  being  in  a  group  home  does  not  automatically  mean  a  better  quality 
of  life.  Without  the  provision  of  training,  opportunities  for  vocational 
and  social  activities  and  outside  monitoring  of  programming,  it  is 

\ possible  that  a  group  home  may  become  more  sterile  than  that  of  a  public 
residential  facility." 

S  2053  would,  unfairly  restrict  state  flexibility  in  providing  services 
for  the  severely  disabled.    The  proposed  legislation  is  oppressively 
prescriptive  at  a  time  when  states  need  maximum  flexibility  in  devoting 
shrinking  fund.*  and  resources  to  C3re  for  the  severely  disabled.  State 
institutions  still  will  need  to  remain  open  to  incur  full  fixed  coots  of 
ojx?ration  as  well  ns  the  marginal  costs  of  caring  for  individuals  who  will 
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remain  institutionized  because  of  their  medical  condition  or  the  inability  of 
the  state  to  make  a  community  placement.    Further,  S  2053  would  force  states 
to  comply  equally  with  statutory  priorities  not  tailored  to  the  current  status 
of  their  efforts  to  deinstitutionize. 

The  increase  in  the  number  of  program  eligibles  and  program  costs  that 
would  be  imposed  by  the  new  legislation  would  be  extremely  difficult  for  the 
states  to  absorb,  particularly  in  light  of  the  Reagan  Administration's  efforts 
to  further  reduce  the  federal  share  of  Medicaid. 

The  states  have  already  moved  consistently  over  the  past  15  years  to 
successfully  reduce  the  total  population  of  public  institutions.  That 
population  has  dropped  by  37  percent  over  the  last  11  years  while  the  number 
of  community  residencies  has  increased  by  more  than  nine-fold  over  the  same 
period. 

The  states,  and  not  the  federal  government,  should  have  prime 
responsibility  for  planning  a  continuum  of  services  for  severely  disabled 
citizens.    The  federal  government  should  be  supportive,  not  pre-emptive.  It 
should  serve  as  a  catalyst  and  supplement  state  efforts  only  as  needed. 
Clearly,  states  will  continue  to  include  a  varied  number  of  institutional  beds 
as  part  of  that  continuum  of  care, 

Deinstitutionalization  of  the  severely  disabled  is  already  available 
through  home-  and  communi ty- based  waivers.    Incentives  for  appropriate 
deinstitutionalization  already  exist  under  home-  and  community- based  service 
waivers  available  under  Section  1915(c)  of  the  Medicaid  law.    At  present  more 
than  20  states  have  waivers  for  the  mentally  retarded,  and  other  states  are 
pending  approval.    These  waivers  increase  the  incentives  for  states  to  develop 
less  costly  alternatives  to  institutional  care  and  to  operate  their  facilities 
for  the  mentally  retarded  more  efficiently. 
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Many  community  service  packages  for  the  dcvelopmentally  disabled  are  more 

costly  than  institutional  cure,  a  fact  that  casts  doubt  on  the  savings 

assumptions  included  in  the  proposal.    If  community  care  is  less  expensive,  it 

can  be  covered  under  present  law  and  no  statutory  changes  are  necessary. 

j 

Summary 

For  the  many  reasons  discussed,  the  National  Council  of  Health  Centers 
opposes  S  20S3.    The  National  Council  believes  the  program  and  support  fcr  the 
legislation  is  based  on  arbitrary  size  limitations  and  questionable  cos.t 
analyses  and  interpretation  of  major  studies  relating  to 
\  deinstitutionalization-.    S  2053  would  jeopardize  the  improvements  in  care  for 
''£he  mentally  retarded  that  have  been  achieved  over  the  past  several  years, 
The  National  Council  urges  the  Senate  Finance  Health  Subcommittee  to  oppose  S 
2053. 
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Mr.  Chairman,  the  National  Federation  of  Licensed 
Practical  Nurses,  Inc.  (NFLPN)  appreciates  the  opportunity  to 
present  its  views  regarding  the  inadequacies  of  the  present 
Medicaid  reimbursement  system,  and  the  future  of  health  delivery 
to  our  Mentally  Retarded  and  Developmentally  Disabled  (M« R« D« D. ) 
citizens. 

The  NFLPN  is  the  professional  organization  which 
represents  this  country's  750,000  licensed  practical  nurses 
(LPNs),  As  an  organization  whose  members  are  dedicated  to  the 
delivery  of  high  quality  nursing  health  care,  we  have  long  been  • 
concerned  with  the  lack  of  access  to  quality  long-term  health 
care  which  Medicaid  provides  to  the  economically  disadvantaged. 
Unfortunately,  today  a  number  of  problems  plague  the  Federal- 
State  partnership  that  provides  care  for  patients  with  such 
disabilities  as  severe  mental  retardation,  severe  epilepsy, 
cerebral  palsy  and  paralysis. 

The  vast  majority  of  thene,  and  other  economically 
disadvantaged  patients,  receive  long-term  care  in  large,  multi- 
purpose s^tate  institutions.  Our  experience  tells  us  that  these 
facilities  are  often  too  large  and  too  inefficient  to  provide 
adequate  care  for  a  very  diverse  group  of  patients.  In  this  type 
of  facility,  Subtle  differences  between  patients  may  be  easily 
overlooked;  consequently,  the  tendency  is  to  tailor  treatment  to 
broad  categories  of  patients  rather  than  to  the  individual.  As  a 
result,  sometimes  patients  do  not  receive  the  type  of  personal, 
and  individual  nursing  care  which  they  need  and  deserve. 
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These  large  institutions  hinder  optimum  habilitation  in 
a  second  way.  Despite  the  best  of  intentions,  these  facilities 
act  as  effective  barriers  between  patients  and  the  world.  Our 
experience  indicates  that  M.R.D.D.  individuals,  many  of  whom  are 
only  physically  disabled,  do  not  progress  as  well  as  they 
otherwise  might  when  they  are  separated  by  miles  and  walls  from 
their  spouses,  parents,  friends  and  the  general  public.  While 
such  isolation  can  slow  or  even  prevent;  proper  treatment, 
constant  interaction  with  others  improves  morale  and 
habi li tation . 

The  true  tragedy  of  this  situation  lies  not  in  the  fact 
that  such  facilities  exist,  but  in  the  fact  tha.t  so  many  disabled 
individuals  are  forced,  often  with  no  regard  for  the  appropriate- 
ness of  treatment,  to  reside  in  them  because  they  have  no 
alternative/  '  As  the  subcommittee  knows,  the  cause  of  these 
problems  is  the  institutional  bias  within  the  Medicaid  syatem, 
that  forces  states  to  rely  so  heavily  upon  large  institutions/^ 
Their  overreliance  is  apparent  in  the  fact  that  of  all  rac^y 
spent  on  Mentally  Retarded  Intermediate  Care  Facilities  (MRICF)  , 
82  percent  is  spent  on  larger,  multi-purpose  facilities,  while  a 
mere  4.5  percent  is  spent  on  public  community  and  family  care 
facilities.  s, 

Al though  some  states,  such  as  Rhode  Island,  have 
aggressively  taken  the  lead  in  the  shift  to  smaller  community 
care  homes,  the  present  Medicaid  system  serves  as  a  disincentive 
to  change.  It  is  presently  the  view  of  many  health  care 
professionals  tfyat  the  Federal  government,  as  a  partner  with  the 
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states,  must  act  if  change  is  to  occur.  We  believe,  therefore, 
that  S.2053  is  an  excellent  proposal  for  change. 

Thes effectiveness *of  S.2053  lies  in  the  fact  that  it 
would  attack  the  problems  by  eliminating  their  root  cause.  The 
inefficient  and  ineffective  treatment  of  individuals'  in  large 
public  facilities  would  be  alleviated  by  transferring  these 
patients  to  smaller,   individually  tailored,  closely  supervised 

community  and  family  care  facilities.     Such  a  transfer  would  be 

i 

achieved  by  reversing  the  bias  of  iMedicaid  funding.  In  these 
small  homes,  men  and  women  would  have  access  to  the  individual 
treatment  and  attention  that  they  require.  We  would  expect  thes'e 
homes  to  establish  regulations  which  would  assure ^jualitjy  health 
care  delivery.  , 

Despite  the  claims-  of  some  critics,  this  proposal  would 
rot  force  all  patients  to  fit  into  a  predetermined,  infleVi^ble 
mild,  or  force  patients  to  reside  'in  a  community  setting 
regardless  of  the  care  they  need.  It  is  our  opinion  that  section 
1918(b)(1)  would  require  care  that  His  not  available  at  community 
or  family  living  facility"  in*their  home  state.  Thus,"  this 
proposal  would  make  it  financially  possible  for  most,  patients  to 
transfer  to  community  living  settings* 

For  those  many  men *and  women  who  would  reside  in  a 
community  or  family  setting,  the  benefits  would  be  great  and 
immediate.  .  First,  the  ability  of  a  disabled  individual  to  live 
with  or-tfear  a  spouse,  parent  or  loved  "One  is  an  invaluable 
benefit.  ondly,  these  people  would  be  allowed  the  dignity  to 

care  for  themselves.     LPNs  qu'ickly  \learn  that  patients  progress 
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\most  rapidly  when  they  are  treated  as  adults -and  as  individuals. 
Wis  proposal  seeks  to  provide  a  fiscal  mechanism  that  would 
al\low  disabled  men  and  women ■  to  f i nd.dignity  through  independent 
living.  f 

Although  the  NFLPN  enthusiastically  endorses  S.2Q53,  we 
do  offer  one  suggestion  for  consideration.  We  encourage  the 
subcommittee  to  include  a  provision  that  would  reimburse  the, 
states  for  the  training  mandated  by  the  bill..  While  we  applaud 
the  realization  that  such  a  mandate  is  necessary,  we  are 
concerned  that  state  funding  will  not  be  , adequate  to  provide  the 
necessary  training  and  retraining.  If  such  a  provision  is 
included,  S.  2053  will  >rve  to  greatly  improve  theway  this 
country  provides  for  its  disabled  citizens. 
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My  name  is  Richard  C.  Surles,  and  I  am  a  member  of  the  National  Mental 
Health  Association's  public  policy  committee  a_s.  well  as  Director  of 
Mental  Health  and  Mental  Retardation  Services  for  the  City  of 
Philadelphia,  Prior  to  1983  I  was  Commissioner  of  Mental  Health  and 
Mental  Retardation  in  the  state  of  Vermont. 

My  statement  today  is  presented  on  behalf  of  the  National  Mental 
Health  Association  (NMHA),  a  voluntary  «citizen  organization,  represen- 
ting approximately  one  million  consumers  and  citizens  interested  in 
the  treatment  and  prevention  of  mental  illness  and  the  promotion  of 
mental  health. 

NMHA  fully  supports  the  concept  of  S  2053  —  i'.e.  that  mentally  disab- 
led individuals  should  be  cared  for  in  the  least  restrictive  setting, 
and  that  long  term  institutional  care  is  no  longer  appropriate  for 
most  of  this  population,  s  2053  primarily  addresses  the  needs  of 
mentally  retarded  individuals,  although  it  also  would  cover  those 
suffering  from  a  mental  illness,  if  they  are  under  age  21  or  over  age 
65.  - 

©  • 

My  statement  addresses  the  long  term  care  needs  of  chronically  mental- 
ly ill  individuals,  and  how  S2053  might  better  address  those  needs. 

There  are  an  estimated  1.7  to  2.4  million  people  living  in 
institutional  and  community  settings  who,  by  virtue  of  their 
diagnosis,  duration  of  illness  and  resultant  disability,  may  be- termed 
chronically  mentally  ill.  Many  of  these  people. are  inappropriately 
placed  in  institutions  such  as  public  mental  hospitals  and  nursing 
homes,  many  live  in  substandard  or  inappropriate  housing  and  many  are 
homeless.  Host  of  these  people  are  missing  one  or  more  of  the  basic 
life  supports  necessary  to  a  satisfactory  quality  of  life* 

Over  the  past  two  decades,  it  has  been  convincingly  demonstrated  that 
people  with  chronic  mental  illness  can  become  more  productive  members 
of  society  if  they  have  appropriate  community  living  arrangements  \ 
linked  to  rehabilitation  and  support  services.  Thousands  of  people 
currently  in'hospitals  o,r  n*ursing  homes  could  function  more 
independently  in  psychosocial  programs,  group  homes,  family  foster 
care  or  supportive  apartments  if  adequate  numbers  of  such  programs 
were  avai  lable--a t  a  total  cost  to  the  taxpayers  that  would  be  less 
than  the  costs  of  current  arrangements,  according  to  a  report  issued 
in  February  1983  by  the  Departments  of  Health  and  Human  Services  and 
of  Housing  and  Urban  Development  on  FederalEf for ts  to  Respond  to  the 
Shelter  and  Baa  i.  c  Li  vijng  Needs  £l  £hro n i c a  11%  Men  t<U  1_X  JTT 
Individuals^         ~  \^       '■  ~ 

What  is  needed  is  a  continium  of  residential  options  for  this  popula- 
tion, ranging  from  hospitals  to  nursing  homes,  to  group  homes,  to 
foster  care,  to  shared  apartments,  to  independent  living.  No  single 
residential  option  can  meet  the  needs  of  all  the  population. 

Current  problems  in.  meeting  the  shelter  and  basic  living  needs  of 
chronically  mentally  ill  individuals  stem  from  a  number  of  causes,  not  , 
the  least  of  which  are  instances  of  localized  shortages  of  housing 
affordable  by  low-income  people  and  the  stigma  against  people  with 
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mental  health  problems.  In  addition,  however,  it  has  become 
increasingly  clear  that  there  are  major  problems  related  to  funding 
patterns,  unclear  or  antithetical  legislation,  eligibility  determina- 
tion, factors,  planning  and  coordinating  factors,  and  program 
accessibility*  The  outcome  is. overuse  of  hospitals  and  nursing  homes, 
the  use  of  substandard  community  shelter  settings,  and  the  shortage  of 
supervised,  appropriate  community  arrangements. 

Chronically  mentally  ill  citizens  are  not  now  adequately  served  under 
Medicaid,  and  yet  many  of  them  are  among  the  truly  needy,  leading  only 
a  marginal  existence  and  failing  within  the  lowest  socioeconomic 
strata  of  society. 

The  current  Medicaid  program  is  structured  in  such  a  way  that,  for  the 
mentally  ill,,  it  emphasizes  institutional  care  for  those  who  may  not 
need  it,  and  encourages  (even  in  non-institutional  settings)  more 
intensive  care  than  is  often  warranted.  In  this  respect,  the  priori- 
ty given  to  institutional  services  by  Medicaid  is  similar  for  mentally 
retarded  and  mentally  ill  persons.  However,  in  one  important  respect, 
Medicaid  coverage  for  these  two  populations  is  very  dissimilar. 
Medicaid  has  no  provision  to  cover  intermediate  care  facility  ser- 
vices for  the  mentally  ill  and  specifically  excludes  inpatient  care  in 
a  psychiatric  hospital  for  those  between  the  ages  of  21  and  64 

With  the  enactment  of  the  Medicaid  JfHome  and  Community  Care  Waiver  in 
1981,  states  were  permitted  to  substitute  community  care  for  institu- 
tional care  when'  community  treatment  would  be  more  appropriate,  and 
also  leuE  expensive.  However,  in  developing  a  waiver  request  for 
Vermont  (and  Vermont  was  one  of  the  first  state. to  have  a  waiver  which 
included  services  for  the  mentally  ill  approved  by  the  Health  Care 
Financing  Administration)  I  found  that  it  was.  very  difficult  to  use 
the  waiver  authority  to  improve  services  for  the  mentally  ill.  This  is 
because  the  only  "institutional"  services  which  may  be  offset  against 
communi  ty  ca  re  costs  for  the  mentally  ill,  are  services  provided  in 
psychiatric  institutions  for  those  under  21  and  over  64. 

Thus  currently,  Medica id-e 1 igible  mentally  ill  individuals  have  a 
limited  range  of  community  services  available  to  them,  and  severe 
restrictions  on  long-term  psychiatric  inpatient  care  if  they  are 
betweeji  the  ages  of  21  and  64.  On  the  other  hand,  if  persons  are 
served  in  general  hospitals  then  Medicaid  will  pay  for  acute  care, 
thus  encouraging  the  use  of  episodic  acute  care. 

The  problems  in  providing  appropriate  treatment  to  the  mentally  ill 
are  many  and  the  need  for  a  nationals-reorientation  to  care  is 
critical.  It  i,s  on  these  problems  q£~-a£propr iate  care  that  I  want  to 
focus  today  in  the  context  of  S  -2053. 

S  2053  describes  in  some  detail  the  types  of  services  that  would  be 
available  for  funding  for  disabled  people  or,  in  other  words,  the 
Services  that  would  be  considered  to  be  medically  appropriate  by  the 
Fnderal  Medicaid  program  if  S  2053  were  enacted.  These  services 
include  those  now  provided  to  mentally  retarded  persons  residing  in  an 
intermediate  care  facility  (ICF-MR),  those  services  available  under 
the  Medicaid  waiver  program  (case  management,  homemaker/home  health 
aide  services,  personal  care  services,  adult  day  health  care, 
hahiiitation  services,  respite  care  and  other  services  as  approved  by 
the -Department  of  Health  and  Human  Services),  comprehensive  services 
for  independent  living  and  specialized  vocational  services  which 
enhance  the  independence,  productivity  and  community  integration  of 
severely  disabled  individuals. 
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3  2053  uses  the  same  definition  of  "developmental  disability"  that  is 
found  in  the  Federal  Developmental  pisabilitiee  Act,  and  therefore 
covers, the  chronical ly '  men ta 1 ly  ill.  it  is  appropriate  for  the 
chronically  mentally  ill  to.be  included  within  this  definition  since 
the  types  of  services  they  requite  and  their  problems  in  adjusting  to 
community  living  parallel  those  of.  other  disabled  individuals. 
However,  mentally  ill  individuals,  unlike  those  with  mental  retarda- 
tion, may  need  periodic  in  patient  psychiatric  care  and  the  total 
duration  of  such  care  is  unpredictable.  Thus,  it  is  important  trfat 
S2053  not  delete  any  current  Medicaid  institutional  coverage  for 
mentally  i Id,  persons  under  age  21  or  over  age  64. 


We  understand.. that  S2053  is  not  intended  to  limit  this  institutional 
coverage  for  the  mentally  ill,  but  believe  the  bill  needs  to  be 
amended  to  clarify  this.  currently,  section  1918  prohibits 
institutional  services  to  all  those  Covered  under  the  bill.  Mentally 
ill  persons  under  age  21  and  over  age  6<f  should  be  excluded  from  this 
provision,  so  that  they  remain  eligible  for  all  currently  covered 
mental  health  services. 

The  inadequate  coverage  of  mental  health  services  under  current 
Medicaid  law  is  a  major  problem.  It  results,  in  part  from  Federal 
restrictions,  and  in  part  from  many  states  not  opting  to  fully  cover 
such  services.  As  a  result  there  is  a  lack  of  Medicaid  institutional 
dollars/tp  transfer  into  community  services,'  as  well  as  a  serious  and 
cxit-iea!  shortage~of  such  community  services.  This  is  why  I  had  such 
difficulty  designing  a  Medicaid  waiver  program  for  Vermont  and  why  so 
few  states  have  even  tried  to  apply  for  a  Medicaid  waiver  which  covers 
this  population. 

The  most  critically  needed /reform  to  Medicaid  for  mentally  ill  persons 
is  expansion  of  Medicaid  coverage  for  the  less  intensive  services 
which  are  provided  in  the  community  and  designed  to  prevent  institu- 
tionalization. These  services  include  especially:-  case  management, 
psychosocial  rehabilitation,  residential  programs,  assistance  with 
housing  and  other  services  defined  in  S  2053,  and  in  the  Medicaid 
waiver  authority. 

As  a  first  step  towards  this  end,  NMHA  urges-the  Committee  to  amend  S 
2053  so  as  to  add  a  new  provision  amending  Section  1519  of  Medicaid 
(the  Medicaid  Waiver)  so  as  to  enhance  the  opportunity  for  mentally 
ill  persons  to  be  included  within  the- existing  waiver  program.  This 
requires  looking  at  the  "institutional"  services  which,  under  the 
waiver,  are  to  be  replaced  with  commun^y  services  in  a  slightly 
different  way.  For  instance,  states  cannot  now  count  as  institutional 
services  under  the  waiver,  inpatient  acute  care  provided  in  general 
hospitals.  Also,  some  oSF  the  services  provided  on  an  outpatient  basis 
are  more  inten-sive  (a^  less  cost-effective)  than  alternative 
community  support  ser/ices  which  are  not  now  eligible  for  Medicaid 
reimbursement.  Thus,  /partial  hospitalization . might  be  appropriately 
replaced  with  a  psyojtlo-socia  1  day  program  '  for  a  given  patient. 
Intensive  outpatient  tuerapy  might  be  replaced  with  case  management  to 
assist  the  patient  /with  a  whole  range  of  problems,  which  are 
significantly  effecting  his/her  mental  health  and  so  on. 


We'  thus  propose  that  the  Medicaid  waiver  authority  be  amended  to 
specifically  allow  /states  to  receive  Medicaid  reimbursement  for 
community  alternative  now  described  in  under  Section  1915  when  these 
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services  are  furnished  to  individuals  diagnosed  as  having  a  mental 
illness  and  whose  condition  fcs  seyere  ai.d  persistent,  •  but  for  whom 
long-term  skilled  or  semi-skilled  nursing  care  is  inappropriate,  and 
for  whom  it  is  determined  that  a  reduction  of  the  disabling  effects:  of 
this  serious  mental  illness  can  best  be  accomplished  in  a  non-ins titu-r 
tional  setting.  These  community  services  would  be  provided  to 
individuals  who  might  otherwise  require  services  furnished  on  an 
inpatient  basis  by  a  general  hospital,  services  provided  on  an 
outpatient  basis  by  a  general  hospital,  by  a  community  mental  health 
center. or  other  clinic  or  private  practitioner,  or  partial  hospitali- 
zation services  provided  by  a  hospital  or  other  provider. 

States  participating  in  the  waiver  should  be  required  to  promulgate 
regulations  which  will  ensure  that  patients  have  a  goal-oriented 
treatment  plan,  which  will  integrate  clinical  services  and  community 
support  services,  provide  for  continuity  of  services,  and  set  stan- 
dards for  licensure  of  community  facilities  for  mentally  ill  persons. 

We"  further  suggest  that  these  home  and  community  services  funded 
through  the  Medicaid  waiver  for  the  mentally  ill  be  paid  for  by  the 
federal  government  at  a  higher  rate  than  ia  allowable  for 
institutional  and  other  inpatient  care.  Specif icaliyi  the  match  for 
community  services  should  be  5%  higher  than  for  institutional  or 
hospital  services.  This  will  give  states  a  positive  fiscal  incentive 
to  develop  community-based  alternatives  for  those  at  risk  of  more 
intensive  care. 

While  such  a  higher  rate  might  appear  illogical  during  a  period  of 
such  federal  fiscal  constriction,  we  suggest  that  such  provisions  are 
cost  effective.  For  example,  in-Philadelphia,  inpatient  mental  health 
care  in  a  general  hospital  now  runs  about  $500  per  day;  community 
programs  are  significantly  Less  expensive.  Thus  the  use  of  community 
services  is  much,  less  costly  and  much  more  effective  than  continuous 
admissions  and . re-admissipns  for  inpatient  acute  care.  Moreover,  in 
keeping  with  the  waiver  concept,  an  overall  cap  on  expenditure  can  be 
establiished  to  prevent'  run  away  cost  from  over  subscription.  Unless 
incentives  are  provided  to  states,  however,  people  experiencing 
episodes  of  mental  illness  will  continue  to  stay  in  hospitals  because 
there  is  no  where  else  to  place  them,  and  Federal  funds  will  continue 
to  encourage  the  utilization  of  the  most  expensive  options  for  treat- 
ment. 

Also,  we  are  experiencing  serious  problems  with  the  manner  in  which 
Pennsylvania  has  implemented  Medicaid  restrictions  on. public  patients. 
Some  hospital  administrators  are  denying  Medicaid  patients  who  have  no 
fixed  address  admission  to  the  hospital,  because  when  the  patients  are 
ready  to  be  released  there  will  be  no  place  for  them  to  go.  If  they 
fail  to  place  a  patient,  fhe  State  medical  assistance  authority  will 
deny  the  hospital  public  assistance  for  the  inpatient  care. 

These  changes  are  needed  now  more  than  ever  as  evidence  grows  that 
Medicaid  budget  pressures  ar*e  causing  states  to  single  out  services 
for  the  mentally  ill  for  cutbacks  and  restrictions. 

Our  proposal  for  changing  the  Medicaid  waiver  is  designed  primarily  to 
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!i=       Cffmmunxty-care  needs  of  chronically  mentally  ill  adults, 
o.  ,li    ,2  auth°ri*es  a  range  of  community  services  for  children  under 

?i?h?«°h\?f  rUltS  °Ver  64»  if  they  meet  the  definition  of  disability 
J'""1'1  1  want  to  emphasize  that  NMHA  fully  supports  the  inclu- 
bin  »L  i5J"i.in d'viduals  u"d«  S  2053.  The  services  defined  in  t'he 
ill i  „f™i!  -  oy  ,„e°,Be  needed  bv  seriously  and  chronically  mentally 
in  thP  Nph^h  Resents  a  major  and  highly  significant  change 

Li      of?  program's  structure.     I  w6uld  like  to  specifically 
'hahili^Mn       lmP°rta"ce  °f  ^ering  pre-vocationa 1  services.  Day 
to  held nirPnBVV1??8  Whvfh  14ifee  task-oriented  activities  intended 
i       PfPha/t ticipating  c  1  i  en  t^^cgu  i  r  e  the  social  and  job-related 
DrnorL  are  Prerequisites  Wentry  into  a  vocational  training 

honof^  f  essentaal  if  chronTlally  mentally  ill  people-tare  to 
£?rJL\lv  ?h-  Se/Vl?eS  finished  through  rehabilitation  programs. 
il  l&  \  cnr°nically  mentally  ill  are  seriously  underrepresented 
not  wf  i°nal  rehabilitation  system,  primarily  because  they  are 
not    vocationally  feasible-  under  the  VR  system's  definition. 

endor^  ^Vi.1"!'  Provisi°n  in  S2053  which  I  would  like  to  strongly 
hPforP  anl  <n  f,^Clthat  311  those  whose  Usability  had  its  onset 
to  fh„»     I9  be  covered.    The  DD  Act  definition  limits  services 

to  those  whose  disability  had  its  onset  before  age  21.  Yet  manv 
afterV?1^  mernta111>'  iU  Pe°Ple  fi"t  show  signs  of  tneir  il  Infess 
cant  „  ;±n°  21\  7hxLB  the  age  of  onset  in  this  bil'  is  a  signifi- 
be  retained/  chronically  mentally  ill,   and  We  urge  that  it 

There  i3  one' other  amendment  which. NMHA  would  1  ike' to  propose  with 
wri^on  „ coverage  for  mentally  ill  persons  under  S  2053.  As  now 
uhin  •  ume,^ne  Wh°  is  20  years  old  and  diagnosed  as  schizophrenic 
™.,n/l     ■  15  enacted   would  be  eligible  for  a   wide   range  of 

hZl  i\ tvhservices-   which  could  enabJe  him  or  her  to  live  in- a  group 
S°mneh'n,   he  community,   t6  receive  vocational  services  designed  to 
ne"'ual  '  enable  him/her  to  hold  a  job,  attend  a  psychosocial  day 
'  S^i^T  k  W1lh  his/her   independent  living  skills  and  receive 

T,!rn«  ,1  °nt;     What  naPPens  under  S2053  when  that  same  individual, 

turns  21  a  year  later?     There  is  no  automatic  coverage  for  any  of 

covpr  S?fn^*S-  lndeed  if  ne/sne  lives  in  a  state  which  has  failed,  to 
'  ,'"ic  services,  and  which  has  not  applied  for  a  waiver  such  an 
!  H  „  ,ti"'aVlnd  the,  0nly  Medicaid  services  available  are  inpatient 
t^h  ,  h^1?"  ^enfrai  hol£.ital  treatment  and  physician  services, 
duife  >  ,C  cutback  i"$£pp°rtive  health-related  services  will 
quite  certainly  cause  many  chronically  mentally  ill  people  to  suffer 
f™B\°hi  relapses  and  their  potential  to  become  independent  and 
possibly  productively  employed  citizens  will  be  lost. 

While  our  proposals  to  amend  the  Medicaid  waiver  would,  in  a  substan- 
tial way,,  improve  Medicaid  coverage  of  health-related  community  serf 
«i?h~*i?  2053  w?uld  cover  additional  services  and  because  the  waived 
---•.,11  y  ls,°Ptlonal,  some  states  may  not  apply  for  a  waiver  for  the 
h*  Jnere  are  also  restrictions  placed  by  HCFA  on  those 
.°  applv'  and  the  rigidity  of  the  formula  used/to 
authority     COS       nas  already   restricted   the   use  of  the  wai/ver 
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Thus,  coverage  under  S  2053  is  a  significant  improvement  over  the 
waiver  authority,  even  though  the  waiver  amendment  recommended  here  is 
a  significant .improvement  over  current  law. 

We  are  therefore  concerned  about  those  mentally-  ill  young  people 
covered  when  S2053  is  enacted,  but  who  would  lose  that  eligibil  lty  as 
they  turn  21.  NMHA  urges  the  Committee  to  amend  S  2053  so  as  to  raise 
the  age  of  cut-off  from  21  to  22  a  year  after  enactment,  and  by  one 
year  each  year  thereafter  so  that  those  initially  eligible  for  a  full 
range  of  family  and  community  services  retain  that  eligibility  as 
they  grow  older- 

In  conclusion,  we  recommend:  * 

•That  S  2053  be  amended  to  clarify  that  institutional 
services  for  mentally  ill  individuals  will  continue  to 
be  reimburseable  under  Medicaid? 

♦That  S  2053   be   amended   to  include    language  which 

 amends  Section  1915  of   Medicaid  so  as  to  allow  for 

appropriate  reimbursement  for  home  and  community  based 
services  for  chronical ly  mentally  ill  individuals? 

•That    the   age  of   onset    under    the    definition  of 
eligibility  used  in  S  2053  remain  as  age  50; 

♦That  the  services  defined  in  S  2053  as  reimburseable 
under  Medicaid  not  be  changed,  and  particularly  that 
,    pre-vocational  services  be  retained; 

•That  children  and  youth  who  are  under  age  21  when  this 
bill  is  enacted,  and  who  suffer  from  a  serious  and 
chronic  mental  i 1 lness,  -retain  their  eligibility  for 
community  services  as  defined  in  this  bill  as  they  grow 
older  (i.e.  that  the  lower  age  limit  under  Section  1918 
(h>  be  raised  by  one  year  each  year). 

J  V 

With  the  changes  suggested  above,  NMHA  endorses  S  2053  and  urges  i<ts 

adoption  by  the  Congress. 

Our  proposals  to  amend  S  2053  would  mean  that  chronically  mentally  iil 
people  have  available  to  them  a  range  of  community  care  a  1 fc" n"}V" 
which  are,   for  the  most  part,  already  available  to  other  dlsf/"e° 
'people.     Care  for  chronically  mentally  ill   individuals  has  b£en  a ■ 
public   responsibility    for   over  a  century.      It  stlU    is  a  pud lie 
responsibility,    even  though  many  chronically  mentally  ill   Pe°R^  are 
no  longer  locked  away  in  large  remote  institutions.     Med icaid /is  the 
single  most  important,  funding  Btream   for  health-related  services  tA 
this  population,  and  for  too  long  the  mentally  i  1 1  have  beecnJ*n**f 
adequate  access  to  the  most  appropriate  and  cost-effective  services 
under  Medicaid. 

We  urge  the  Committee  to  make  the  changes  suggested  above,  and  then  to 
enact  S  20*53  as  soon  as  possible. 
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COMMENTS  ON  S.  2053 
— Submitted  by— 
Parents  Association  of  Northwest  Louisiana  State  School 


The  Parents  Association  of  Northwest  Louisiana  State  School  has  gone  on 
record  as  strenuously  opposing  the  Community  and  Family  Living  Amendments  of 
1983  (ST  2053),  as  introduced  by  Senator  John  Chafee.    Our  opposition  stems 
from  the  fact,  that  S.  2053  is  based  upon  a  radical  "anti-institution"  philos- 
ophy which  runs  contrary  to  research  findings  reported  in  the  eoientific 
literature*    Por  examples" 

'    #       A  core  assumption  underlying  the  legislation  seems  to  be' that  fac- 
ility  size  per  se  is  a  major  determinant  of  program  quality,  and 
that  small  residences  are  ^hus  inherently  superior  to  larger  ones. 
Available  reaearch  data  dees  not  support  this  premise.    Placing  a 
ceiling  upon  the  size  of  facilities  eligible  for  Title  XIX  funding 

i 

is  thus  a  highly  arbitrary  requirement  that  simply  reflecte  a  aub- 
jective  bias  afeainst  larger,  multi-purpose  residential  programs, 

*       The  proposed  legislation  also  seems  to  presuppose  that  placement  in 
a  small  community-baned  residential  facility  will,  in  and  of  itself, 

result  in  greater  developmental  growth  and  a  superior  quality  of 

•i 

life  than  would  acor^- to  mentally  retarded  persons  in  an  institu- 
tional eetting.    Here  again,  this  contention  ie  not  supported  by 
existing  research  findings, 


"If  you  stand  at  ail,  stand  tall" 


ERIC 


58  b' 


7 


581 


It  is  frequently  argued  that  community-based  care  ia  less 'expensive 
than  inatitutional  programming..    However,  even  a  curaory  examins- 
tipn  of  the  "studies"  commonly  cited  to  support  thia  stance  reveals 
that  they  involve  highly  speoious  comparisons ,  i«e.,  while  the 
institutional  coats .reported  inevi tably 'include  the  full  spectrum 
pf  services  offered  by  the  faoillty,  oost  data  from  the  community 
Ave  ordinarily  limited  to  housing,  food  and  live-in  staff,  excj|jj}- 
ing  the  cost  of  providing  the  full  spectrum  of 'needed  programs  for 
clients.    The  studies  which  have  taken  into  acoount  the  monies 
needed  for  programs  4n  the  community  have  usually  revealed  that  the 
cost  of  community  placement  doea  not  differ  aignificantly  from  the 
cost  of  inatitutional  care  and  is,  in  some  instances,  more 
expensive. 

The  Chafes  legislation  seems  to  ignore  the. significant  differences 

between  current  institutional  populations  and  those  retarded  people 

who  are  beini;  successfully  served  in  t}&  community.    The  data  make 

it  clear  tha*  the  overwhelming  majority  of  residents  of  public 
t  \ 

institutions  are  severely  and  profoundly  retarded  (e.g.,  some  51% 
have  IQs  of  20vand  below),  have  ^  high  rate' of  concomitant  physical 
■  handicaps,  are  highly  .dependent  on  others  for  assistance  and  . 
support  (e.g.,  some  60%  cannot  dreaa  without  aasistance,  95t  cannot 
understand  the  e^oken  word,  and  435*  are  not  toilet  trajined),  and  * 


many  require  inte\ieive  medical  life  support*measures. 


population  contras\ta  sharply  with  the  markedly  less  handicapped 

persons  who  are  typ'ically  served  in.  community  residences. 


Thia 
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.  *       The  proposed  legislation  would,  in  effect,  disenfranchise  parents 
in  terms  of  making  decisions  concerning  the  type  of  placement  that 
would  beat  meet  their  cRiI<T*s  needs.    It  Ignores  "the  findings  of 
several  studies  indicating  parental  satisfaction  with  institutional 

'  care  and  strong  parental  objections  to  tranaferring  their  offspring 

to  the*  community •  \ 

s 

It  is  our  belief  that  major  eoaial  policy  decisions  s,uch  as  those  pro- 
posed  in  S.  2053  should  be  basod  upon  a  careful  scrutiny  of  available  empirical 
data.    We  thus  urge  that  the  Senate  Finance  Committee's  Subcommittee  on  Health  / 
solicit  testimony  from  recognized  authorities  in  the  mental  retardation 
research  community.  -  Specifically,  ve  suggest  that  you  seek  input  from  Dr. 
Norman  R.  Ellis  of  the  University  of  Alabama  and  from  Dr.  Carl  Haywood  of 
George  Peabody  College  for  Teachers  in  Nashville,  Tennessee.    Dr.  Ellis  is 
probably  the  world's  foremost  author^  in  the  field  of  mental  retardation 
"research,  and  has  made' extensive  contributions  to  <he  scientific  literature  . 
(e.'g.,  he  is  editor  of  the  Handbook  of  Mental  Deficiency,  Psychological  Theory 
and  Heaeqrch  and  also  edits  the  International  Review  of  Research  in  Mental* 
Retardation,  a  series  which  currently  includes  11  volumes).    Dr.  Haywood  is  " 
also  a  leader  iri'the  area  of  mental  retardation  research,  and  recently  served 
as  president  of  the  American  Association  oif  Mental  Deficiency.    Vfe  view  this 
type  of  expert  testimony  as  particularly  important  in  light  of  the  alarming 
volume  of  emotionally  laden  hyperbole  and  scientifically  unsubstantiated 
contentions  which  we  have  observed  in  many  of  the  written  and  oral 
presentations  supporting  S.  2053.  / 


"If  you  stand  at  all,  stand  tall" 
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While  opposing  S.  205%  the  Parents  Association  of  Northwest  Louisiana 
State  SchooJ.  clearly  recognizes  the  fact  that*an  individual's  service  needs 
may  differ  at  various  stages  of  his  or  her  life.    We  thus  strongly  endorse  the 
development  of  a  wide  array  of  service  options,  including  both  institutional  * 
and  community-based  programs. 


r 

Submitted  By: 


Tommy  Head,  President 
Parents  Asaociation  of  Northwest- 
Louisiana  State  School 
Boesier  City,  Louisiana 
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PARENTS  fi  ASSOCIATES  OF  THE 
INSTITUTIONALIZED  RETARDED 


OF  VIRGINIA 


March  4,  1984 

9000  0r«ng»  Hunt  Lane 

Annandale,  VA  22003 


Mr.  Roderick  A.  Daarment 
Chief  Counsel 

Senate  Commit tew  of  Finance 

BD  219 

Dirkson  Office  Building 
Washington,  D.C.  20510 


wri ting    on    behal f    of    the    member*    of     the    Parent*  and 


Associates  of  the  Institutionalized  Retarded  (PAIR)  of  Virginia,  to 
express  our  strong  opposition  to  the  provisions  qf  Senate  Bill  2053, 
"The  Community  and  Family  Living  Amendments  Act  of  1983."  In  your 
February  17  reply  to  PAIR  President  Mr.  Bobby  Tuck's  letter  of 
February  6,  you  advised  that  it  would  not  be  possible  for  PAIR  to 
testify  at  the  .  recent  hearing,  but  that  written  testimony  would  be 
accepted.     Mr.  Tuck  has  requested  that  I  provide  that  testimony. 


PAIR     is  Comprised  of  representatives  of  the  five  institutions  for. 
the    mentally    retarded    operated    by    the    Commonwealth    of  Virginia. 
Briefly  stated,  there  are  several- key  points  we  wish  to  maket 

o  We  fullv  support  community  programs,  for  those  individuals  who 
would  be  beat  served  in  the  communi tvv« 

o  While  we  feel  strongly  that  many  retarded  citizens  are  best 
served  in  the  community  (e.g.,  a  group  home) ,  we  do  not  support  the 
notion  that  every  retarded  person  is  in  this  category.  Approximately 
76V.  of  the  residents  of  state-operated  facilities  are  profoundly  or 
severely  retarded.  Many  of  these  individuals  require  special  care 
that  cannot  be  offered  in  the  community  in  an  effective  and  efficient 
manner.  We  are  also  concerned  that  the  potential  for  abuse  of  such 
individuals  is  greater'  in  community  facilities!  the  public  has  much 
•better  visibility  over  institutional  programs. 

o  The  conventional  wisdom  that  it  is  less  expensive  to  care  for 
the  retarded  in  communi ty. homes  in  simply  not  proving  true  in  the  case 
of  the  severely  and  profoundly  retarded.  Experience  of  the  Falls 
Church  Community  Service  Board  in  Northern  Virginia,  for  example,  is 
provinq'  that  the  costs  of  providing  quality  care  in  the  Community 
setting  will  be  staggering  compared  to  the  cost  of  providing  the  same 
programs  i  n  the  i  nst i  tut i  onal  environment. 
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in«m«-m-J      ?*     tZ  -  *?      i"»***"**«>n  not    pr.clud.  community 

coonirir""*      t*  h-h" •ir*«ht    PrV««  provid.d,      Th.  mctUmt 

*    !il  *!*"    b»t"-n  institution,    and    th.  loci 

h^T  hI**."UQ9",t    th:*  1"-tit«t*°"*H.*-"  r.t.rd.d  My  actually 

h.v.  b.tt.r  acc»mm  to  th.  "community"  than  tho..  who  ar.  i.<blat.d  at 
no*,  or  in  .am.  group  horn... 

(lcll°  Th"  KfUtv»k°*  Pregrmwrn  Im  not  r.l.t.d  to  th.  mitm  of  th. 
facility  providing  th.  car.)  it  i.  ba..d  on  th.  funding  and  oth.r 
support  provid.d  th.  program  and  th.  quality  of  .  th.  .taf. •  M. 
:'"?niZ'.    th'*     *h.r.    .xi.t     institution,    with    poor     program,  and 

llSy^Smi.!"?!.  rSS"**1  miiort*  to  »"Proy.  tho..  .1  tuition.,  w 
al.tfr.cogm z.  that  th.r.  .ara  community  ..tting.  with  poor  program.. 

of  *Ll  B!^ir!PV<  Mr'  u»"r™»"t'  «•  r.cogni«.  and  appr.ciat.  th.  concrn 
r.oi^Itfnn     nn°T^r?^:l!r'  °*  *h'  r't"rd'd-  °"ly  hop.  that  any 

oE  £ l^i^L^rt°*  *h'/-*-rd-d  "*U  ra*OQni«.  that  th.r.  i.  no 
fl«ih?fl*ii5a^*',Sh  '!  b»"*  for  -v-ryon.,  w.  mu.t  r.t.in  th. 
If  ?    U"?"r    th*  Pr»"nt  •V»t»"»  whijh  provid..  th.  mod. 

?ndiy?o3.K      d'v'lopn"nt  which  *■  "»■*  -PPropri.t.  to  th.  n..d.  of  th. 

Si  nc»r»l y, 


Bob  Dupw« 
H«mbpr,  PAIR 
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7  Fury  Drive 

Selden,  New  York  11784 

March  6.  1984 


Congress  of  the  united  States 
\V.  S.  Senate 
Finance  Committee 
Health  .Subcommittee 

L      -  '  • 

Hearings    (February  27,  1984 

\  S.  2053;  Community  and  Family  Living  Amendments 

.Act  of  1993 

Testimony i    Roy  and  Arleen  Prqbeyahn 
7  Fury  Drive 

Selden,  ,N.  Y.  11784  ■  , 

We  attich  our  testimony  to  our  State  Legislature  as  part  of  this 
record  \fQr  background  and  orientation  purposes. 

As  to  tie  proposed  legislation;  we  generally  favor  the  concept 
that  severely  disabled  individuals  are  entitled  as  a  matter'  of. 
right  tb  a  free  appropriate  continuum  of  services  regardless  \ 
of  age  based  on  the  needs  of  the  individual  in  theUeast  restrictive 
environment.  ., 

We  favor  deinstitutionalization  but  perceive  that  those  families 
in  the  community  with  severely  disabled  individuals  at  home  have 
been  clearly  discriminated  against  in  the  past  to  deinstitutionalize 
More  needs  to  be  done  to  equalise  the  support  of  both  segments  of 
the  population. 

However,  wo  £o  not  favor  any  dramatic  shift  that  will  return  those 
in  the  institutions  to  warehousing  conditions  again,  in  order  to 
correct  the' inequities  now  being  perpetrated  on  us  in  the  community. 
There  is  room  and  enough  resources  to  commit  to  equal  support  of 
these  minorities  who  are  separated  only  by  their  housing  environ- 
ment  but  wjiose  needs  otherwise  are  essentially  the  same. 

We  support  this  legislation  if  amended  to  reflect  a'balanced  ■ 
position  to  support  all  those  with  severely  disabling  conditions 
that  fost/ers  the  placement  of  housing  for  them  in  the  community 
but  does/not  ,unrealistically  attempt  to  impose  rapid  changes  by 
inappropriate  funding  shifts. 


Cordially, 


Roy  probeyajhn 

Rr/n*r  Arleen  Probeyahn 

/ 
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Position  Papen    The  Tragedy  of  Aging  Out 

Roy  &  Arleen  Probeyahn,  7  Fury  Drive,  Selden,  NY  11784 
On  Behalf  ofi  Roy,  Jr,  Mike  &  Glenn  &  Their  Peers 
March  6,  1984  -  Day  in  Albany 

*"■ 

My  wife  Arleen  and  I  are  the  parents  of  three  autistic  young  men, 
Hoy,  Jr.,  Mike  and  Glenn,  ages  21,  20  and  16.    We  love  them  very  deeply 
and  have  raised  them  in  our  home  together  from  birth  'til  this' very  day. 
We  hope  to  be  able  to  continue  as  a  united  family  in  our  natural  home 
environment  for  many  years  to  come*    We  are  opposed  to  the  human  ware- 
housing of  disabled  people  in  institutions* 

The  boys'  functioning  level  can  best  be  described  as  profound  to 
severe*    Michael  is. most  severely  handicapped  being  essentially  non- 
verbal and  not  becoming  toilet-trained  until  he  was  13  years  old*  By 
the  way,  it  took  us  five  years  to  get,  then  Suffolk  State,  to  do  that 
for  Michael  as  an  out  patient  resident  there,  as  we  refused  to  commit 
him*    We  knew  he  was  not  incapable  but  was  actively  resisting  it  and 
24  hour,  round  the  clock  efforts  were  needed,  and  <-  we  were  right! 
He  still  has  occasional  lapses  but  he  is  trained.    Roy  is  less  disabled 
but  does  not  engage  in  conversation  although  verbal*    Our  youngest 
Glenn  is  the  least  affected  but  has  a  very  fragile  emotional  base  and 
Was  toilet  accidents  regularly,  but  he  is  quite  verbal. 

Eighteen  years  ago  the  local  school  district  could  not  deal  with 
Roy  nor  later ^Tke  and  we  turned  to  AHRC  for  help  in. their  education. 
Then  Suffolk  Center  for  Emotionally  Disturbed  Children  began  servicing 
clients  and  they  went  there  and  ultimately  to  Suffolk  BOCES  III  Autistic 
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Program  at  James  E.  Allen  Learning  Center ,  Melville*  Glenn  followed 
much  the  aawe  track,  Roy,  aa  you  may  have  noted,  aged  out  this  year 
And  ia  back  at  Suffolk  Center  Adult  Day  Treatment* 


Arisen  and-l" do  not  believe- in/ "letting  George  do  it "  either  and 


r 

aaw  aa  pari  of  our  miaaion  in  life/,  not  only  the  care,  and  feeding  of 
our  eona,  but  additionally  the.  wprk  of  advocates  for  them.. and  all 
other  handicapped  children.  / 

Aa  our  listed  affiliations,  attached,  will  to  how  we  volunteered 

'         '        .  i 

aa  active  members  of  numerous'  private  and  public  organizations  for 
the  betterment  of  the  quality  of  life  of  handicapped  students.  We 
took  leaderahip  rolea,  aometimea  actually  formulating  the  organization', 
\  we  worked  on  committees, /did  fund  raising,  aupported  legislation, 

educating  ouraelvea  constantly  ao  aa  to  keep  abreast  and  knowledgeable. 

/    We  were  success  full    k*  and  the  parenta  and  educators  and  friends  we 
joined  with  can  proudly  baak  in  the  light  of  what  has  been  achieved 
for  the  improvement  of  the  quality  of  life  for  ell  diaabled  children 
and  young  people/under  the  age  of  21  in  the  educational  and  social' 

.  ,  aphere. 

To  be.aure  much  remains  to  be  done,  diplomas  for  the  diaabled, 
coorounity  biacd  placement  in  local  echool  district  programs  for  even 
profoundly  and  aeverely  diaabled  atudenta,  edireaaing  of  the  30  some  ' 
odd  state  non  compliance  areas  via  a  via  FL94-142  etc; 

<^ur  major  concern  with  the  State  Department  of  Education 

/ 

regulations  ars  that  thsy  osaae  to  apply  to  atudenta  over  21  yeara 
•  of/age.    Only  now  are  our  children  Rowing  end  bloaaoming  and  beginning 

/    ■  : 

/  ..  . 
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to  fulfill  our  dreame  for  them  in  free  appropriate  educational 
settinge.    I  mutt  tall  you  that  only  in  the  laet  three  yeare  do  X 
truly  believe  our  eon'e  X.E.P.i  have  been  realized. 

Arisen  and  I,  however,  have  made  imm  out  of  oureelvee  and 
other*,  becauee,  that'e  what  happene  when  you  aeeume.    We  aeeumed, 
that  while  we  worked  eo  hard  for  the  younger  onee,  the  children 
someone  wae  doing  the  neceeeary  for  the  adults,    And  it  seeme,  moet 
particularly  for  the  aging  out  adulte  who  have  lived,  in  the  community, 
we  aeeumed  wrongly,  Thinge  are  woree  now  for  aging  out  adulte  than 
when  we  began  In  the  educational  eector  for  children  18  yeare  ago. 

While  we  certainly  empathise  with  thoee  who  have  euffered  the 
indignities  of  human. war ehoueing  and  by  no  tneane  belittle  their 
plight,  I  am  addreeeing  today  the  concarne  of  paranja  like  my  wife 
and  I  who  were  able  to  cope  with  their  handicapped  children  at  home  - 
thank  God  -  given  the  promise  of  help  and  a  free  appropriate  education 
from  the  society  at  large  through  the  public  sector.    We  etruggled 
.  for  yeare  to  have  theee  righte  guaranteed  into  law  only  eeven  ehort 
years  ago.  f 

And  yet,  my  oldeet  this  year  and  my  second  next  year;  Roy  and 
Nike,  having  reached  the  magical,  mystical  age  of  all  knowledge  -  21  - 
will  or  have  fallen  into  the  abyee  of  day  treatment  becauee  the  law 
saye  they  can  no  longer  benefit  from  an  education. 

Have  we  bean  eold  a  bill  of,goode?  Xe  that  all  there  ie?  Xe 
thie  the. ultimate  Catch  22?  We've  coped,  we've  loved  them,  fought 
for  tham  and  their  peere  for  twenty  yeare,  and  what1 a  our  reward?  - 
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|  More  scratching  and  foraging  and  work  and  advocacy  for  our  "aging 
but**  children1  a  appropriate  care,  training  end  houeing* 

You've  heard  of  atudente1  'aging  out",  What  ebout  parent  "burn  out 
When  can  we  reet;  aeeured.thet  the  full  life  of  our  children,  to  what- 
ever extent  it  cen  reach  ie  ineured*    The  pussle  must  be  finished  and 
all  the  piece a  filled  in  -  our  work  ie  not  yet  done*    We've  been  led 
down  the  garden  path  into  a  bed  of  thorns. 

Were  we  wrong  not  to  heve  placed  them  in  inetitutione  or 
reeidential  care?    Had  we  done  eo  we  would  have  freed  oureelvee  of 
the  burdens  of  dealing  with  their  exceptional  neede  in  our  homer 
freed  oureelvee  of  the  finencial  burden  of  their  upbringing  Which 
included  elmoet  cataatrophic  medical  expeneee.    They  would  receive 
more  time  under  State  Education  funding  aa  atudente,  they  would , heve 
first  dibe  on  hoetel  beds,  end  dey  oere  placement,  under  your  plan. 
Not  to  mention  a  savings  of  about  $50,000  s  year  in  coat  to  the 
etate  for  institutional  care  timea  three  times  21  years  which  comes 
to  about  $3,000,000. 

Of  courae,  there  are  eome  Who  play  the  numbere  game  who  might 
ae'y  that  we  coet  everyone  money* 

X  heve  little  doubt  that  Mike  and  Glenn  Who  Buffered  severe 
pulmonary  problame  aa  children  and  Roy  Who  almoat  succumbed  to  a 
rare  diaeeee  would  not  have  lived  to  adulthood  if  left  to  the  tender 
marciee  of  the  then,  inetitutibnal  care  Mechanism  in  place,  hed  we 
ehoeen  thet  for  them.    A  similar  fate,  suffered  by  their  peers  by 


the  thoueanda,  I'm  afraid,  Who  had  no  euch  choice.    Since  we  obteined 
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for  them  the  beat  medical  care  available  they  are  alive  and  well  today  and 
have  a  right  to  live  their  lives  to  the  fullest  as  do  Vfe  all. 

We  personally  know,  in  our  suburban/rural  community  numerous 
single  parents  in  their  seventies  caring  for  30  and  40  year  old  /- 
adult  handicapped  persons,  many  of  them  married  who  have  been  in  s    ,  / 
the  community  »a  1^1  th\^ir  lives. 

Do  the  nay  savers  fail  to  see  the  growing  crisis?    How  inhumane 

i 

and  unfair  if  these  people  end  up  in  institutions  or  on  the  streets.  \ 

A  subtle  but  dramatic  shift  has  occurred  in  the  last  seven 
years*    Our  society  admits  a  responsibility  for  profoundly  and 
severely  developments lly  disabled  adults  from  the  cradle  to  the 
grave  while  institutionalized  prior  to  that  time.    This  warehoused 
all  people  whose  handicaps  made  them  significantly  different  from 
their  "normal"  peers  and  had  full  support  from  society  which  grew 
out  of  the  general  populace's  fear  and  prejudice  through  ignorance 
of  these  disabled  persons. 
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Now,  those  kept  in  the  community,  are  not'thought  of  as  having 
a  right  to  live  in  a  society;  which  provides  them  necessary  services 
under  the  guarantee  of  law  after  reaching  age  21,  simply  because 
state  education  funding  ^stops,  but  as  merely  having1  an  understandable 
but  somewhat  unrealistic  expectation  that  some  services  may  be 
available.    These  people  have,  as  a  matter  of  human  and  civil  right, 
entitlement  to  a  continuum  of  appropriate  services  which  must  be, 
guaranteed  in  law  with  due  process  safeguards,  based  on  the  needs  * 
of  each  individual » 

We  urge,  you  to  join  us  in  this  last  frontier  of  civil  and 
.  humap  rights,  for  a  minority  which  is  incapable  of  asserting  their 
own  rights,  and  unequivocally  state  your  support  for  this  concept. 

We  believe  disabled  people  qre  entitled  to  live  in  the  community 
and  receive  a  free,  appropriate  public  education  and  training  regard- 
less  of  age.    They  need  to  be  taught  how  to  compete  in  the  rqal 
world  of  work,  to  become  taxpaying,  productive  members  of  society 
in  the  employment  marketplace*    They  belong  in  the  community,  in 
homes,  churches,  schools r  at  work  and  in  places  of  recreation  so  \ 
the  non-disabled  can  gdt  to  know  them  and  not  be  afraid  nor  ignorant 
of  them,  nor  prejudiced  toward  themr  so  that  they  themselves,  can 
benefit  from  the  exposure  to  the  modeling  behavior  of  normal 

i 

healthy  persons,  wore  fortunate  than  they,  ; 

How  many,  thinking  back,  can  say  as  children  they  ever  saw  or 
knew  a  severely  disabled  person.    How  many  children  and  adults 
could  answer  differently  today?    It  has  not  changed  -  and  it  must  - 
for  us  to  overcome.  • 

/ 
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Thajee  people  *£e  not  criminala,  nor  freaka,  not  to  be  pitied, 

/  L 

but  rathfer  to4be  accepted  as  they  are;  human  beinga,  citizen/  of 
La  great  state  and  nation,  who  are  the  way  t^ey%ere  throu 


thia  greit  etate  and  nation,  who  are  the  way  t^ey%are  through  en 
accident  of  fate;  through  no  fault  of  their  own.    They  are  not  to 
be  treated  differently,  warehoused  together  in  rtaidential  care, 

achoola  and  at  work,  hidden  from  their  normal  peers,  denied 

*  * 

diplomas  upon  graduation,  segregated  from  society  at  large  in 
every  conceivable  way.    They  do  need  a  good  faith  commitment  from 
the  atate  to  fund  the  public  and  private  sector  in  a  meaningful 
and  consistent  way  so  thisv can  begin  to  happen. 

We've  tried  to'do  our  part,  we  take  the  boya  shopping  in  the 
supermarket  and  other  storea,  to  the  moviea,  swimming  at  the  beach, 
bowling,  plays  and  to  Church  on  Sunday  in  the  hopes  of  mfcking  more 
people  aware  and  accepting  of  them  and  it  works. 

We  kept  our  sons  at  home  because  we  love  them  and  believe  that 
is  right.    But,  we  thought  there  was  a  partnership  with  our  government 
that  a/continuum  of  aervices  would  exist*    We  thought  wrong!  Again ! 
Where  are  the  hostels  arid  community  residences  for  them  to  live  as 
they  approach  and  reach  manhood?    where  are  the  jobs^r  Day  Training 
or  prevocational  programs  to  help  them  get  those  jobs? 

,  There  is  not  a  continuum' of  aervices  available  for  community  - 
clients.     In  Suffolk  County  there  is  no  Day  Training  Module  in  piace 
today.    Not  one  application  haa  been  made  in  BKookhaven  Town 
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for  a  community  residence  in  15  montha  and  the  goala^for  bed* 
set  forth  ■••ma  woefully  inadequate.  .  Not  only.*" 
there  loaaea  of  joba  in  the  inatitutiona  through. attrition  but 
there  have  been  actual  layoffa  in  the  Comnmnity  Servicea  officea. 
^    We  applaud  recommendationa  to  commence  oenaua  taking  and 

•centralisation  of  aervice  acceaa  and  proviaion.    It  ia  a  moraaa 
of  bureaucraciea  we  are  faced  withy  O.H.R.D.D.,  Suffolk  County 
Department  of  Social  Service.!  for  medical  and  transportation, 

"Office  of  Vocational  Rehabilitation  for  training  and  on  and  on. 

We  are  alio  troubled  at  what  appears  to  be  •  mindset  among  the 
bureaucrats  and  aervice  providers  that  day  treatment  ia  lifelong 
and  day  training  and  prevocational  training  -  if  it  exists  anywhere  - 
Is  preparatory  to  aheltered  employment  and  the  latter  ia  the  ultimate 
expectation  level.    Our  viaion  ia  that  our  conatituents,  our  children 
and  their  disabled  peers,  no  matter  how  severe  their  disability* ~ 
should  be  trained  toward*  competitive  work  and  the  necessary  done 

to  find  and  place  and  keep  them  in  thoae  joba.    If  you  only  plan  to 

« 

build  a  hovel  you1 11 /never  have  a  home. 

The  aheltered  workshop,  like  the  human  warehouse  ia  a  bad 
idea  whoae  time  ahould  be  ending  if  not  over.  & 

Xt's^goal  ahould  be  to  train  itaalf  out  of  existence,  not  to 
be  an  end  in  itself.    We  have  worked  and  effected  change  in  curricula 
where  the  boys  have  been  educated 7  to  lay  that  groundwork  for  the 
adult  programs.    But,  that  does  not  mean  we  ahould  write  off  the 
*  existing  clients.    Let  us  begin  to  teach  them  meaningful  work 


n. 

* 
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today  and  put  them  to  work  in  the  cotranunity  of  competitive  employment  . 
tomorrow!  sweeping ,  weaning,  delivering,  photostat ing,  folding, 
■tacking,  whatever  work  there  it  to  begone,  no  matter  how  menial 
or  simple.    Pleaae  join  ua  in  that  via ion* 

Whore  are  the  overnight  reapite  aorvices  -  not  a  day  ward  in  a 
hoapital  with  a  TV  onNthe  wall  -  but  a  community  residence  designed 
to  be  flexible  to  take  my  Michael  when  we  have  a  function  to  go  to 
that  Roy  and  Glenn  would  benefit  from  but  not  our  dear  Mike.  What 
happens,  ia  we  don't  attend  the  event  or  leave  them  all  home  or  hire 
a  peraon  to  care  for  them  while  we're  gone.    Without  thia  aervice, 
lord  forbid  we  get  aick  together,  end  we  have  and  we  do  and  it 'a  ^ 
tough,  let  me  tell  you,  to  care  for  ouraeivea  and  them. 

Is  this  Catch  22?  -  you've  closed  the  institutions  -  but  - 
not  provided  the  community  based  services  to  help  us  and  our  children 
as  we  "age-out" ?1 

Have  we  waited  the  money  a*nd  time  and  effort  of  16  yeara  of 
education,  all  the  state  aid  end  local  dollara  spent,  all  the 
professional  talent  in  drafting  i.e. P. a  and  conferencea  and  teaching 
and  parent  effort,  that  will  be  lost  in  the  springboard  down  into 
post  21  services  and  programs. 

in  doling  let  me  share  with  you,  our  greatest  fear  -  that  our 
children  will  outlive  ua  -  based  on  the  level  of  services  preaently 
available  we  rather  face  the  horrible,  unthinkable  grief  of  burying, 
our  children  than  think  of  leaving  them  to  the  tender  merciee  of  life 
in  thia  place  and  time  without  ua  to  inaure  their  rights/  and  dignity 
as  human  being*. 

We  hope  you  see  us  aa  reasonable,  involved  and  concerned  thinking 
people  -  if  you  do  and  you  think  about  that  etatertant  all  else  is 
extraneoue  -  pleaae  put  that  fear  to  rest,  allow  us  the  right  to  hope 
for  as  long  and  healthy  life  for  our  children  a a  you  do  for  your a. 
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✓        |  AFFILIATIONS 

1.  Middle  Country  Central  School  Diitrlot  #11  -  Special  Education 
P.T.O.  -  Feet  President  -  Ten  Tsrms 

2.  Ssldsn  Taxpayer*  Assoc.,  Inc.  -  Faet  Preeident  -  Three  Terma 

3.  Jtmss  £•  Allen  Learning  Center  -  P.T.C.  -  Faet  Preeident  - 
"Two  Terwi 

4.  Suffolk  Child  Dsvalopmsnt  Center  -  Parents  Aaeoc.  -  Vice  President 

5.  Middle  Country  Central  School  District  #11  School  Community 
Relatione  Committss  -  Charter  Msmbsr  -  Vice  Frsiident 

6*    Middle  Country  Central  School  Diatrict  #ll  Committee  on  the 
Handicapped  -  Parent/Child  Advocate  Member  -  5  yeare  . 

7,    Middle  Country  Central  School  Diatrict  #11  -  Property  Tax 
Relief  Committee  -  Chairman 

6.  Town  of  Brookhavsn  Hosts;  1  Site  Selection  Committee  -  Current  Member 

9.    Town  of  Brookhsvsn  Advisory  Committer  on  the  Handicapped  -  Current 
Chairman' 

10.  A.H.R.C.  Mid-Ieland  Auxiliary /Suffolk  Chapter  -  Board  of  Directors 

11.  Both  Recipiente  of  the  Hew  York  State  Congress  of  F.T.A.'e 
Jenkine  Memorial  Award 

1).    Senea  (Nassau-Suffolk  Special  Education  Alliancs)  -  Charter 
Msmber 

13.  Msmbsrs  Nassau/Suffolk  Chapte    -  National  Society  for  Autistic 
Childrsn  - 

14.  Member  of  Lt.  Governor's  Task  Fores  on  HAging  Out" 
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President's  Council's  Statement 

regarding 

'    Senate  Bill  S-2053 

The  President's  Council  of  Parents  Associations  0f  Institution- 
alized Retarded  Citizens  (  New  Jersey  )  represents  8,000- families. 
The  President's  Council  feels  that  Medicaid  support  should  be  made 
available, to  all  eligible  Retarded  Citizens  regardless  of  where  they 
are  living.  Thus,  Medicaid  should  be  made  available  to  all  those  elig- 
ible ones  living  with  their  families,  group  homes,  as  well  as  institut- 
ions. 

We-  realize  that  at  the  present  Medicaid  support  may.  only  be  avail- 
able to  those  living  in  institutions.  We  feel  that  this  support  should 
expanded  to  those  eligible  citizens  living  elsewhere.  This  portion  of 
S-2053  is  very  good.  . 

However,  The  President's  Counoil  Vehemently  objects  to  the  pro- 
vision of  S-2053  having  to  do. with  the /complete  phasing  out  of  long 
term  care  facilities  (  StaVe -Institutions  ).  It  has  to  be  recognized 
that  as  the  long  care  facilities  become  depopulated  through  the  moving 
of  the  Retarded  Citizens  into  the  community,  the  less  capabTe  may  have 
to  remain  in  the  institutions.  There  are  also  many  non-ambulatory  Re- 
tarded Citizens  who  can  never  expect  to  be  moved  into  group  homes,  nor 
could  community  facilities  other,  than  hospitals  op  extended  care  fac- 
ilities be  able  to  furnish  adequate  care  for  ouch  citizens. 

Therefore,  The  President's  Council  feels  that  S-2053  in  it*fl 
present  form  should  be  defeated  and  not  be  reintroduced  until  or  un- 
leos  it  is  revised  to  delete  the  portion  having  to  do  with  the  phas- 
ing out  of  long  terra  care  facilities.  Only  then  would  we  oonsider 
S-2053  to  be  a  viable  instrument  to  permit  the  sharing  of  Medicaid 
support  with  all  eligible  Retarded  Citizens  in  New  Jersey. 


(  / 
/ 

/ 
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S20VJ  -  COMMUN ITY  LIVING  AMK NOME NTS  1983 


FINANCE  COMMITTOR 


SUBCOMMlTTtiK  ON  IIKAl.TM 


S o n  a t  o r  Payo  Our c> n  be  r^ejr ,  Ch  a  i  r  man 


March  13,  1984 


l'KKIkAKKty' BY:    Polly  Spans  President 

Pennsylvania  League  of  Concerned 
Komi  lies  of  Itetnrded  Citizens,  Inc. 
P.O.  Box  1133 
Doy lest  own,  Pa-  18901 
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Senator  Du  rentier  ger,  Members  of  thru  Committee: 


I  am  the  mother  of  two  aeveruly  profoundly  mentally  retarded  adults 
who  reside  in  Pennsylvania  .state-  facilities.    My  daughter,  Sandra,  age  31,  is 
a  IVnriliurst.  Glass  member  who  ha,s  been  ordered  by  a  Kederal  District  Court  Into 
tin-  c.mimunlt'y  over  our  objections.   .  , 

My  presentation  will  address  the  realities  of  that  mandate,  its  effect  " 
on  the  mentally  retarded  individuals  involved,  their  families,  and  other  citizens.. 
My  purpose  Lh  to  provide  you  with  hard  tacts*  r.ir  your  consideration  as  you  discuss  • 
Medicaid  restructuring, 

-  1  Present  this  position  statement  fur  The  Pennsylvania  ItfUKW  of 

Concerned  Kami  lies  of  Retarded  Citizens,   inc.     I  serve  as  President  of  this 
,,,,''',,^l,,n  ■»  l,s  well  as  President  of  the  Penuliurst  Pare.nts-Staf  t  Association,  • 
Inc.     The  l.vanue,  as  we  have,  come  to  be.  known,  is  a  totally  voluntary,  uouproUt 
piiv.ite  nr$mUatlon,  incorporated  in  Pennsylvania  on  September  10,  1981.     We  pro- 
vide individual  and  group  advocacy  serviced,  as  \  v\\  as  in  format  ion ,  to  parents, 
IcKlslaloi-s,  and  the  public  at   larKe.    We  are  all  volunteers  from  professional  and 
n.M.piolessionnl  disciplines:     law,  public  relations,  accounting  busli\ess,  >um 
pj.ilu  parents,  etc.     We  Serve  persons  who  live  in  state  ^facilities,  private 
licensed  facilities,  and  In-  the  common  it y .     Wc  provide  no  residential  or  day 
'MTvl.-es.     We  deceive  no  public  monies,     (See  attachment  tfl) 

in  the  past  27  months,  Pennsylvania  League  has  emerged  as  a  long  overdue 
teliahle  resource  lor  Information  winch  Is  easily  understood  and  easily  accessable 
■In  the  average  family.     We  .ire  not  identified  with  i.ormai  Izat  ion  ,  de  ins  i  i  tut  ional  iua 
Hon,  or  the  least  restrictive  alternative.    Advocates  of  the  "community  only 
philo..ophy"  have  historically  shown  little  or  no  interest   In,  Institutionalized 
pi'  i  "»on !»  and  have  otfc.ed   little  or  no  '.npport   fu.   their  families  in  t  inks  of  crises. 


603 


Iii  Pennsy  1  vani  a ,  iL  w.is  AUC.-l'A, .  who  deliberately  created  a  crisis  of 
moiumk-nt.il  [>  ropor.it  I  cms  -.tin*  llaldcm.m  vs  I'ennhursi   litigation,  a  cl.iss  action 

/ 

l.iw  mi  It  designed  to  set  a  piecUlcnt  for  eventual  closure  of  all  institutions. 

0 

•Thai    liasco  Fi'iiiiiliiK  unresolved  alter  It)  years  ol' appearances  in  federal  District 
Court,  Third  Cirruit  Court  of  Appeals,  and  three  appe.'iranccH  before  the  U.  S. 
Supremo  Court .     WK SKK  SjOr)  i  AS „./^,,AR(:_  Sj\0_NSO^_l)  Al/n-KNATlVK  TO  THK  UNSUCCKSSKUl. 
KKSOI.IITION  OK, THK  in-NNllUK-ST  CASK.     Community  advocates  sol*  the  ICF/MK  federal 
I  in  .Is  to  state  renters  as  a  financial  alternative  to  increasing  state  funding 
dctlcits.     (See  Costs,  pane         Our  state  centers  care  for  om*  must  debilitated 
piipu1.it  Ion.     These  people  will   require  as  much,  If  not  more,  money  for  quality 
\  oiiumm  icy  <•  art- . 

WHY  IX)  WK  OU.II-XT  TO  :tf()VJ? 

.  __: 

Th  Am  Hill  appears  to  be  a  Medicaid  "  rest  ructurliifc,  proposal  based  on 
j'i'.inupMtms  about  care  that  could  result   l.n  irreparable  harm  to     very  vulnerable. 
ptM»plf-   The  following  list  partially  covers  our  concerns: 

I..  The  -prevail  Inn  at  Undo  in  this  proposal   Is  that   all   Institutions  are 

re  yt  r  e  s  s  I  v  e .     We  d  I K  a  r  r  e  e  ! 
.\    This  Act  assumt-s  that  all  'community  placements  are  e.ood  Just  because 

they  are  smaller  units,  There  is  no  empirical  evidence,  through  present 
time  to  support  Such  a  contention. 
I.  S«!(n  J  arbitrarily  establishes  support  for  Just  one  approach  to  care  with 
out  recognition  of  the  diverse  needs  of  our  mentally  retarded  population, 
It  fallaciously'  assumes  that  all_  are  equally  capable  of  growth,  develop- 
ment, wid  lntCKjr.it  ion ,  into  tin'*  community.  .It  does  not  allow  for  individ- 
uality or  inability  to  conform. 
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4.  •  U  seems  toigimre  .ill  positive  .congregate      as  well  as  negative 
community  living  virrangemont  (CI.A)  experiences . ■   Unfortunate  ly,  it 
ia  always  the  client  who  fait*  in  llu-.i'i immunity  -  ne.vor  tho  system. 
Out  deinstitutionalized  mentally  ret^HcUt^Tpeupie  are"  turning  up  .In 

0      mental  health  faci'iit ie's'  and  on  the  streets. 

Jj^lt.  makes  no  a,Mowance  fur  parental  or  state,  preference  in  designing 
or  establishing^  system  that  host  accommodates,  "needs"  of  the  pop- 
ulation to  'je  servou\i»  a  >;iven  geographic  urea.     One  program  cannot 

\ 

possibly  serve  50  Stated.  ' 
h.  '  It  docs  not  sevm  to  clearly  establish  that  quality  standards  must  apply 
to  the  'Community  placement  equally  with-  the  institution.    What  is  good 
for  one  should  apply  to  the  other.  .  it  does  order  state  centers  to 
comply  (witfr  or  without  federal  funding)  to  federal  standards  according 
to  an  implementation  agreement,  with  a  penalty  clause.     Mentally  retard- 
ed persons  will  be  the  losers  in  a  noncompliance  issue  -  budgets, 
programs,  and  support  stafawill  be  cut.     Mentally  retarded  people  are 
'dependent  on  all  three.    .Private  community  providers  of  small  comm- 
unity facilities  have  proven  tlut  they  cannot  and  wi  U  not  operate  with- 
out certain  f Inane ial  anauranres, 

7.  It  ignores  the  subject  of  medical  ly  involved  persons  who  require 

.  behavior  controlling  medication.  Our  Pennsylvania  CLAs  do  not  employ 
nurses  to  dispence  medications.,  The  coimunity  is  meant,  to  be  normal- 
izing -  it  is  not  a  medical  model.   (See  "Case  Histories",  page  «) 

8.  S2053  assume  that  aU  people  can  .be  assimilated  into  the  general  pop- 
ulation.   Present  experience  with* the  court  ordered  Ponhhurst  dispersal 
clearly  indicates  %the  opposite,     Our  people  are  very  often  lonely  when 


o 
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they  graduate  to  independence,     l-'ricnds  are  .few.  and  hard  to  find. 
•Relationships  with  staff  are  not  lasting  due*  to  high  turnover  rates,  i 
receive,  anxious  calls  from  f  ami  lies  asking  I  f  we  can  locate  a  "friend 
or  roommate*1  for  their  high- funet  ion  ing  son  or  daughter  who  is  currently 
at  home  because  they  are  unable  to  support  a  eommuni ty .p I ace men t  alone. m 
y,    S2053  has  all  the  prerequisites  of  an . adminis t rat ive  castas t rophe  .  t  livery 
little  unit  wil.l  be  a  mini  institution  requi  ring,  separate  staffs,  cure 
teams  (professional  evaluation  programmers  and  therapists),  fiscal  and  ' 
housekeeping,  per  s  mine  J ,  and  transportation.     Real  Estate  brokers  are  busy 
finding  new  locations  when  leases  expire  and  landlords  say  "muye  on". 
Thi'S  happens  with  regularity,     it  will  be  administratively  cost  "heavy 
and  impossible  to  monitor.     (See  "Costs" ,  page  Ijl) 

10.  It  seems  to  place  Some*  emphasis  on  foster  care  and  adoptive  homes.  I 
would  like  to  stress  that  as  parents  we  have  "loved  and  lost"  because 
we  could  not  physically  and  emotionally  nurture  our  handicapped  family 
member  24  hours  a^day.  at  home*     It  has  been  done,  but  often  at  the  expense 

-  of  broken  marriages  and  broken  family  units.    Thin  Act  assumes  that  families 
will  stay  together.    What  about  elderly  parents?    What  about  emotionally 
unstable  family  units?  What  about  the  single  parent?  | 

11.  Periodic  independent  reviews'  are  required  in  the  Act,  but  are  not  defined. 
How  frequent  is  periodic?    Mow  comprehensive  and  independent  is  the  review? 
in  Pennsylvania,  parents  are  not  part  of  the  monitoring  process.'  The 
Pennsylvania  1984-85  Proposed  Budget  suggests  a  line  item  of '$400,000  set 
aside  for  monitoring  this  year. 

12.  Case  management  services,  available  to  all,  will  nfced  to  be  limited  to 
case  loads  of  12  to  15  persons     if  they  are  to  be  effective.     My  experience 
with  Pennhurst  dispursal  shows  that  case  management  is  just  the  beginning. 
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Administrative  and  supportive  staffs  from  both  existing  and  r^w  provider, 
agencies  are  required  for  Tllll\  HIP,  mid  IKP  meetings,  IwafWeA,  trial 
visits,  etc.    As  an  nd  vac  Ate  in  such  cases,  I.  can  assure  yoli  it  is  not 
unusual  to  have  to  attend  a  series  of  planning  meetings  toft  one  client 
with  10  to  20  other  professionals  present  uach  time,  some /of  whom  never 
£ive  input.    MuetinKS  may  last  from  1  hour  to  most  ot  a  Ay.  ALL 
PARTICIPANTS'  AKK  SAI.AR1KD  WITH  I'llKi.fr  mm,  .except  the  //lieut,  his 
family,  and  the  advocate.     In  some  eases,  eveh.  the  advocate  (not 
Pennsylvania  League)  is  salaried.    The  family  is.  alwaysjplaeed  on  the 
defensive  and  in  the  minority  numerically .    This-  superstructure ,  one  of 
many,  could  become  a  mandate  for  some    1,000,000  mentally  retarded  persons 
according  to  those  who  support  this  proposed  legislaZ/ion.  *  Under  S2053, 
Medicaid  funds  or  an  equivalent  substitute  would  be/needed  not  Just  for. 
one  or  two  years,,  but  a  lifetime  -  10,  20,  or  50  yiars,    Where  are  the 
eost  studies  to  support  even  first  year  expendit u/es?    UmeraUaation  and 
cost  approximations  are  used  as  fact.    In  the  section  on  VCosts",  h<ivv 
developed  a  financial  projection  assuming    $30,yti0  per  client  per  year, 
with  and  without  an  inflation  factor.,    (See  Cos/s,  page  12)  The  resulting 
statistic  is  staggering!  .  // 

lh     The  needs  of  our  people  are  to  be  met  with  Social  Security,  Supplemental 
Security  Income,  Medicaid    and  Medicare,  feqVral  programs  in  continuing 

Jeopardy  because  they  were  never  conceived  to  be  more  than  "supplemental" 
income,    amy  states  are  near  bankruptcy,  ^''it  would  appear  that  our 

Pennsylvania  Institutions  were  upgraded  to  attract  federal  dollars  that  are 

e 

now  convertible  through  the  2 1 76  Mai  ver /for  community  resources..  The 
19H4-85  Department  of  Public  Welfare  ll^dget  reflects  this  trend  using 
waivers  that  have  not  yet  been  clearcy"  in  Washington. 

/' 
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14.     fiscal  audits  .art*  n  mandate,    What  about  independent  program  review 
audits  and  quality  control?    In  Pennsylvania,  Department  of  l*ublic  ... 
Welfare  (UPW)  plans,  du&itfiiK,  funds,  and  monitors  its  own  programs. 
Pennhurst  dispersal  originally  ordered  by  the  rourtialso  now  has  the 
Pennhurst  Implementation  Team  (I*.  I  .T.)  who  review,  approve,  and  monitor 


a  1 1  p  r< 
s luted 


gram  plans.    THE  FOX  CUARDS  THK  HEN  HOUSE !    When  a  facility  is 

to  close,  the  Director  is  superseded    by  a  Central  Office  employee 


for  more  direct  control.     (See  Attachment  #2,  MR  Bulletin  99-8 4-03) 
February  9,  1984.)  Where  do  we  look  for  due  process? 

S2033  proposes  a  federal  mandate  for  ongoing  Pennhurs  t  *  type  litigation 
through  the  federal  cnurts'if  the  terms  of  the  Act  are  violated.    This  is v 
probably  the  most  oppurtune  time  to  discuss  how  such  actions  may  affect 
the  unsuspecting  person,     Ponhhurst  Class  members  and  .their  families  were 
never  forewarned  or  informed  of  thei r  of f iciul  status  nor  were  we  as 

'parents  allowed  to  "opt  out"  our  mentally  retarded  family  member?    We  saw 
ourselves  initially  as  Defendants  -  the  Plaintiffs  claimed  to  represent 
our  mentally  retarded  people.    They  still  claim* that  right.    Today,  UJ 
years  later,  we  are  at  the  mercy  of  the  Defendants  (Comm.  of  Pa.)  who  havi- 
determined  that  they  too  plan  to  close  Pennhurst  Center  by  1986  inspite  *of 

•  two  U.  S.  Supreme  Court  rulings  charging  that  the-  lower  courts  "erred." 

The  Pennhurst  litigation  has  been  a  mult imil lion  dollar  income  opportunity/ 

for  all  the  attorneys  involved.    With  the  exception  nf  the  legal  represciu- 

atives  of  the  parents,  a  1 1     r e  p  a  id  wit  1 1  t  ax  d  oj  1  a r  s  ■ 

WE  TOTALLY  OPPOSE  SECTION  r>  WHICH  WOULD  ALLOW  CONTINUING  AND 
FURTHER  OPPORTUNITY  FOR  PROLONGED  CONFRONTATIONS  BETWEEN  PARENTS 
AND  "ADVOCATES"  WHO  DO  NOT  REPRESENT  THE  INTERESTS  OP  ALL  MENTALLY 
RETARDED  PEOPLE  AND  THEIR  FAMILIES. 
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l  wish  to  nuke  It  clear  that  IVnnsy lvatUa  U»aguu  Is  not.  opposed  t.o 
ciwwumUy  living  as  one  alternative  In  u  full  spectrum  of  residential  services,  but 
to  eliminate  the  use  of  the  institution-^  withdrawing  funding  Is  njot  the  answer  to 
.»  nnwiiig  program.    The  institution  Is  a  natural  setting  for  an  experienced 
lesoureV  center,  an  appropriate  evaluation  and  intake  facility,  an  Inpatient  and 
outpatient  service  foT^rtaln  kinds  of  people,  and  a  place  where  longevity  of 
rmnloymctit  provides  experience  and  knowledge  which  can  be  shared.    With  an  opon 
comimmity-instltutlon  policy,  I  am  convinced  that  we  could  provide  far;  better  services 
to  many  more  people,  gain  family  and  community  acceptance,  and  get  the  best  possible 
rrtuni  for  our  f Inane tal  Investment.  ^ 

Use  of  pi  lie  funds  should)  be  controlled.    A  national  program  of  the 
m.^nltudc  provided  through  the  private  ..sector  only  would  be  an  administrative 
catastrophe.     Just  the  coat  of;  oversight  would  outweigh  any  potential  cost  benefit. 
Sample;  The  minute  $400,000  seaside  for  our  Pennsylvania  monitoring  program  .could  " 
.»0  million  dollars  'national  ly. 

We  con  provide  service  to  more  people  in  need.    We-  do  not  object  to 
re.thoii.ibie  Medicaid  restructuring,    We  do  see  the  need' for  service  expansion  at  a  time 
when  funding  is  not  about  to  be  more  available 

BUT 

We  du  not  support  the  dismantling  of  an  existing  system  that  is  the  on ly.  established 
resource  to  serve  as  backup  while  we  experiment  using  a  population  that  cannot  be 
expected  to  respond  to  our  philosophical  concepts  of  what  should  be.     (Attachment  #3, 
GMiB^ntary,  an  experienced  professional    evaluation  of  where  we  are  today,)    All  We 
need  to  accomplish  our  goal  Is  an  open  mind  and  a  committment  to  this  purpose. 

Competition  for  the  available  dollars  (with  opportunity  for  profit) 
Invites  investor*.. not  always  interested  in  more  than  financial  return  and  not  always 
prufesslonally  qualified.    We  need  medicaid  motley  to  assist  congregate  facilities 
that  service  a  Severely  profoundly  multi-handicapped  mentally  retarded  population 
that   is  socially  the  least  desirable,  most  fragile*  behaviorally  difficult,  and  very  S 
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costly  to  support  on  a  scattered  basis.    In  the  communit^i  these  severely  pro- 
foundly retarded  people  will  be  the  first  to  be  rejected  when  funding  cuts  roust 
be  Implemented.  * 

Case  Histories  of  Persona  Who  Hove  Been  Forcibly  Moved 
|j.     R»A.L.  .  female,  age  38_.  mi  Idly  mentally  retarded 

K.A.L.  lived  for  18  years  In  a  28  bed  private  facility.    Her  County  identified  her  as 
a  class  member,  "offaiwd"  her  a  three  person  semi-independent  CLA  where  she  could  come 
and  go  freely,  even  to  the  local  bar,    She  visited  the  site  and  emphatically  said  "NO". 
As  with  all  clients,  she  was  told,  "There  is  a  court  order  -  you  have  no  choice." 
R.A.L. ,  her  family,  and  advocate  continued  to 'object.    Rejection  of  that  placement 
resulted  In  a  recipitouS move  to  a  much  larger  facility  (800  beds)  where  they  said, 
She  was  *o  be  evaluated.    She  was  not  allowed  her  personal  possessions,  TV,  stereo, 
etc*  becuuse  she  had  to  share  a  small  room.    Telephone  privileges  were  restricted. 
She  increasingly  withdrew,  did  poorly  in  her  work  assignment,  and  constantly  askedtp 
'Mhy  can't  I  go  home?     What  did  1  do?". 

Three  months  later,  she  was  again  precipitously  moved  into  a  apartment  with  a  room- 
mute  who  was  not  compatible.    There  was  no  in-house  supervision*    She  walked  20 
minutes  in  the  dark  at  6  a.m.  every  morning. to  catch  the  first  of  3  bus-trolleys  to 
her  workshop.    The  trip  took  2  hours  in  each  direction/  She  was  forced  to  do  food 
.shopping  Independently  even  though  she  was  very  much  embarrassed  by  her  inability  to 
leam  the  use  of  money.    To  and  from  work  she  was  given  tokens.    Within  three  weeks, 
she  run  away,  contacted  her  family,  and  refused  to  return  to  ttie  apartment  site, 
tier  County  gave  her  20  days  to  change  her  mind  and  threatened  to  cut  off  her  support. 
Fortunately  for  R.A.L.,  the  Federal  Court  has  just  Issued  an  orcfer  extending  the 
jurisdiction  of  their  Hearing  Master  to  cover  Class  Members  being  transferred  from 
private  facilities.    We  sought  his  Intervention.    He  allowed  for  mediation  and  a  due 
process  that  has  been  denied  her  previously.    It  failed.    A  negotiated  settlement 
between  the  County' and  the  advocate  (without  Commonwealth  Support)  allowed  for  her 
return  to  heroriginal  facility  which  .she  called  "home,"  to  avoid  what  was  by  now 
an  ob.vluus  need  for  some  mental  health  intervention.    The  Court  agreed. 

\ 

\ 

R.A.L.'s  "Home"  \ 


>  \ 
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K.A.I..  Is  a  semi -competent  adult  c  <i|».*ih  1  u  of  some  *ie  1  f-determinat  Ion  especially  about 
where  she  wants  tP  live.    At  thin  pnlnf  in  time.,  «hc  is  being  given,  once  again,  no 
alternative,  she  is  being  threatened  with  a  return  to  the  apartment  site  chat  caused 
her  initial  community  problems  No  consideration  is. given  tn"  her  wishes  or  to  the  > 
heavier  cost  factor.     (The  apartment  in  at  least  twice  as  costly  as  her  "home"  facility) 
K.A.l..-  could  live  and  work  happily  at  the  place  she  calls  "home"  and  except  for  a  work- 
shop requirement  she  might  live  out  her  life  in  the  beautiful  setting  where  ,che  has 
friends  and  could  "earn  her  keep.  "She  is  too  high  functioning  for  a  worksho^set  ting. 
In  a  free  country,  what  right  do  we  have  to  tell -'people  where  they  should  live  and  with 
whom  Just  because  they  happen  to  be  mentally  retarded?    Welfare  recipient*  receive 
grants  without  such  restrictions  I  ' 


las — P.C.,  male,  age  21^  severely  retarded,  nonverbal .  tvyperact  lvc 

'fMs  young  man  was  pieced  in  a  large  center  city  Philadelphia  apartment  7  months  ago. 
It  required  a  huge  lock,  a  bolt,  and  a  chain  lock  for  security.    The  area  is  enn- 
sldered  a  high,  crime  section,  but  bordering  on  a  University  area.    The  building,  on 
the  comer  of  *  busy  intersection,  has  no  recreational  facilities  and  no  yard.  The 
cJoHCHt  park  in  5  blocks  away.    The  other  apartment  residents  are  602  transient. 
!.t.  has  a  small  single  room.    His  parents  reside  in  another  state,  no  family  member 
lives  in  Philadelphia.    His  parents  fear  for  his  safety  in  that  setting  and  wonder 
about  his  future.     At  Pennhurst  he  had  room  to  run  off  his  excess  energy. 

P.  C.  is  typical  of  cases  that  are  increasingly  frequent  in  our  experiences  as 
advocates.     Behavior  problems  are  being  denlt'with  by  using  psychotropic  medications, 
oo  many  of  our  mentally  retarded  people  are  being  maintained  through  drug  therapies 
that  are  not  always  adequately  controlled.    Th.erc  are  no.on-site  medical  professional 
4n  U.As.    In  the  case  of  P.C.,  our  first  hearing  revealed  the  use  of  two  contra- 
hulicated  medications  that  could  have  haj, fatal  rosults>    The  Hearing  Master  directfeJ 
Immediate  medical  intervention  and  scheduled  a  second  hearing  to  follow      At  that  lim- 
ine one  questionable  drug  had  been  replaced  by  a  new  member  of  the  same  drug  family,  * 
Nobody  was  sure  of  its  side  effects,  but»P.C,  reportedly  was  given  this  to  treat  • 
Dyskinesia,  a  palsy  sometimes  found  in  mentally  retarded  people.     P.  C.  had  never 
displayed  this  problem  artd  showed  no  symptoms  that  day.     He  was  still -'heavi ly 
medicated.     A  behavioral  psychologist  had  charted  his  February  behavior  episodes.  The 
young  man  had  had  only  4  incidents  of  about  20  minutes  In'  duration  in  the  29  day  mont 
but  \^t  was  felt  that  medical  control  was  definitely  indicated. 

A  final  resolution  on  this  case  is  yt.t  to  come,  but  as  P.C.'s  father  so  aptly  put  \tt\ 
Ihey  are  making  drug  addicts  out  of  our  mentally  retarded  kids  in  the  community/1  \ 

n.;    P.H.,   female,  age  37.  severe  Iv  nrofonndlvrnr  a  r,l,.,l ,  microcephalic,  epileptic 
assaultive,  hemiple^lc,  4'   7"  tTTI       " ~  '  '  ' 

This  tiny  lady  has  no  habilitatiVo  skills,  no  aptitudes  for  community  living.  Her 
Tim   shows  no  programmatic  goals  except  "normalization  according  to  the  Court  Order." 

»     i     n  u°?  in  fhe  c™mmLt*  for  2  months  over  her  mother's  objections.     Her  Mother, 
who  is  P.H.  s  only  relative  is  a  stroke  victim  confined  to  a  wheel  chair,  blind  in  one 
yyc,  partially  paralysed,  but  spunky.    Her  goal  is  to  see  her  daughter  safely  returned 
to  a  mere  secure  institutional  set  ting  where  she  can  interact  safely  at  her  very 
limited  level  with  her  peers.    She  lives  only  to  achieve  that  goal.  ' 
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IMk  Is  also  being  maintained  in  the  community  on  heavy  doses  of  psychotropic  j 
mcdl  cat  ions  which  were  never  given  to  her  nt  Pennhurst  Center*     (Attachment  It** 
Report  of  Hearing  Master  to  the  Federal  District  Court)  It  is  welKworth  the  time 
to  review, keeping  in  mind  that  it  has  ,boen  prepared  by  a  Court  appointed  represent' 
utlve  with  a  presumption  in  favor  of  the  community.     L  would  recommend  that  you 
rc.ul  at  thc^esst  page  2,  para.  1,  footnote  page  3,  page  7  last  paragraph,  page  10 


ios i it ut  ions  are  perceived  by  proponents  of  K2053  as  regressive,  not  least  restric- 
tive and  a  violation  of  client  rights.     L  feel  that  FX.  and  P.H.  are  being  sub- 
jected to  abusive  treatment,  are  endangered  by  the  use  of  dangerous  substances  in  the 
I! LA  without  close,  quality,  on- grounds  medical  supervision* 

VU*.    W>l).,  female,  age  2 A,  cute  *and  lovable,  too  f  riendly  for  her  own  good,  and  prune 
to  act lnfl  out  episodes 

She  also  wa9  placed  with  no  due  process  over  parental  objection.    W.D.  was  withdrawn 
from  a  lovely  family-type  private  licensed  facility  and  moved  into  a  supervised 
apartment  which  was  far  less  desirable,  convenient,  or  socially  comparable.  Her 
family  retained  at  different  times  two  attorneys.    Both  withdrew,- one  because  he 
discovered  a  conflict.     His  firm  represented  the  provider* 

W.O.'s  family  was  notified  on  April  6,  1983  t hat  she  was  .a  Pennhurst  Class  member, 
therefore,  a  candidate  for  the  community.    On  May  5,   1983  she  was  placed  with  no  priov 
preparation,  no  program  plan.    The  Federal  Court  Order  had  said, our  people  were  to  have 
placements  that  are  "Equal  or  better."    This 'locat  Ion  is  minimal  habilitation  by 
i' oiitpii r  1  m on i  but  twice,  as  costly.    W.U.  is  stiJ'l  in  that  apartment.    There  have  been  2 
hearings,  multiple  meetings,  and  at  this  tlnv,  the  Order  of  tl\:-  Hearing  Master  to  re- 
Min  W.I),  at   that  site  has  been  appealed  by  lu-r  parents  with  no  response  in  over  two 
months.     1  understand  Char,  some  appeals  are  outstanding  for  over  two  years. 

AS,         ■  b2  vears  old,  mental  age-3  years,  45  years  at  Pennhurst  Center 

.1,1..  knows  only  Pennhurst.    His  family  is  objecting  to  a  proposed  transfer  to  an 
apartment  across  the  street  from  the  Philadelphia  International  Airport.     He  has 
problems  walking,  reacts  badly  to, noise,  has  no  awareness  of  congregate  city  life, 
and  Is  proposed  to  be  discharged  on  a  2176  Waiver  -  good  only  to  age  65.    What  happens 
after  age  6$?   The  answer  to  his  brothers' s  question  is  a  simple,  "We'll  work  on  it." 
Should  J.  L.  have  to  ge  to  a  workshop  at  this  agv?    The  answer  is  "yes",  everyone  does* 
regardless  of  their  age.     Recently  J.L.'s  family  received  a  letter  demanding  a  signed 
accept mire  on  the  2176  Waiver  form.    J.  L.  will  he  more  confined  In  the  city  environ- 
ment than  he  has  ever  been  at  Pennhurst* 

J.   I..  Is  only  one  ot'  many-wlio  ;>p'  h*Unp  'prnpoKtwl  fnr  growth  and ...de. ve lopmeiAJLUiLjiltt .... .  . 

ccm-munlty  after  over  40  years  in  a  facility.  M.  K.,  age  83,  has  a  son  who  has  spent 
42  oi  his  54  yaars  in  Elwyn  Institute.'  We  have  been  able  to  delay  his  placement  due 
t*i  M.  K.'s  recent  stroke,  but  this  Is  not  the  answer.    He  Is  one  of  five  similar  cases 
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' at  that  facility.    The  Fennhurst  Class  definition  includes  persons  ut  Pennhurst 
or  In  danger  of  being  incarcerated  at  that  facility.    2500  people  remain  to  be 
placed  under  this  Court  Order 

0hj  P.M.,,  age  15,  severely  profo'ftndly  retarded,  physically  disabled,  needs  le^ 
braces  to  ambulate. 

His  roove  was  court  ordered  over  parental  objections  almost  two  years  ago.  .His 
family  sees  no  significant  change.    He  is  reported  to  be  unaware  of  his  surroundings. 
His  move  from  fennhurst  cost  him  the  dally  services  of  a  licensed  physical  therapist 
on  grounds  at  Pennhurst*  an  outstanding  special  educational  program  off  grounds,  and 
the  devotion  of  an  involved  stable  staff  who  literally  taught  him  to  walk*  respond; 
and  use  his  braces.    He  was  very  special!    In  the  cormrnnity,  he  does  not  have  the    •  - 
physical  thenapy  program.    Resident  advisors  (RAs)  are  trained  by  the  Core  Team 
specialist  to ^administer  what  It  calls  physical  therapy.    Who  monitors  these  programs? 
Months  a^o  theNChird  Circuit  Court  of  Appeals  ruled  that  the  wishes  of  this  family 
re  P.M.  Hhould  Ve  respected.    There  Is  still  no  final  disposition  on  P.M.  , 

Gentleman,  these  case  histories  urc  fact!    They  are  but  a  sampling  and 

they  lave  been  summarised.    Kach  has  involved  months  of  turmoil  and  hours  upoli 

hours  nf  meetings  for  the  Individuals  in  quest  Ion  *  and  their  families.     I  scrveVl  as 

advocatM  In  all  but  the  P.  M.  ouse.    He  has  very  capable  professional  parents  And 

we  center.     Layers  upon  layers  of  paid  stuff*  professional  and  non-prof ess lonalL 

.wore  involved.'    Had  I  realised  tltat  l  might  someday  be  preparing. a  report,  I  would 

have  attempted  to  log  data  and  personnel  Involved  with  each  case  to  estimate  the 

e spend  1 lure  Involved  In  preparation  tlnw  only  before  a  pur son    even  arrives  in  the 

\^w\u^J    1h  this  a  valid  use  of  scarce  resources?    The  process  Is  cumbersome.  There 

.ne  no  guarantees  of  suceess,  only  that  feeling  that  our  people  must  take  risks.' 
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COSTS  ■ 

There  Is  cons  id*?  ruble  rhetoric  about  cuat  of  community  vs  institutional  cure  •/' 
based  on  assumptions  and  often  only  partial  information,  but  never  on  true  cost 
accounting  studies.     In  a  Congressional  Uudget  Office  memorandum,  dated  December 
B,  1983,  Ci  F.  suggests  that  Medicaid  savings  associated  with  community  placements 
will  Increase  10  fold  by  1988.    Even  this  report  is  based  on  estimates  and  states 
that  "certified  community  ICF/MKs  (15  beds  ur  less)  are  assumed  to  have  the" 
supportive  services  that  are  required  in  this  provision  and,  therefore,  no 
Increase  In  cost  is  expected."    Is  that  realistic?    Inflation  is  an  ever  present 
factor,     Page  2  of  the  C.B.O.  memo  also  states  that  178,500  people  are  In  instit- 
utions. '  ARC-US  estimates  S2053  will  serve  at  least  I  million  persons  or  5  times 
as  many  as  are  currently  on  th«"  rolls.    Mow  can  there  poaaibly  be  savings? 

In  this  section.  1  will  again  rely  on  facts.    There  Is  a  sampling  of 
audits  by  the  Pennsylvania  Office  of  the  Auditor  General  and  the  Proposed  1984-85 
budget.     Providers  will  not  be  identified,  but  the  audit  reports  would  be  available 
on  reuurst.    They  are  public  documents. 

The  following  tjiree  summarized  audits  will  gLve  some  insight  into 
community  operations: 

Provider  9\  -  I 

This  facility  served  45  persons  in  1962  in  CLAs  at  an  annual  cost  of  $35,960.93 
pt-r  client.    These  rales  did  not  include  medical  or  dental  care,  specialized 
professional  services,  core  team,  etc.    The  annual  cost  for  leased  vehicles 
With  maintenance  was  $89,953  or  $1998 ,95/cl lent  per  year.    Hie  annual  cost  for 
rent  and  utilities  was  $142,874  or  $3,  174.98/client 'per  year. 

Finding^  and  reeorimendnt ions; 

binding  #1  -  Provider  #1  realized  $115,370  in  profits  from  per  dlera 
,  funded  CLA  program 

Finding  U2  -  Prior  years1  overpayment  of  $52,000  should  be  returned 

to  County  4 

Finding  #3  -  Provider  #\  should  return  retirement  contributions  for 
individuals  employed  under  the  Federal  Comprehonnive 
employment  and  Training  Act  (CETA)  ...j-  , 
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Provider  n 


I'hls  l h  u  large  pro| 
Kovi-ri'  profound  r.tntfr. 
provides  a  ruHpccU-d 


'  lit I.m  J s  a  two  pagf 
Ii.ih  U'iil  ly  lJuted  1*3 


Finding  No.  1  -  income  of 


We  estimate  that  _  „ 

lntht  related  corporet io  u , 


following  in  profits  and 


/ 


rli»t  .1  rv  I  iii*  1 1  It  y  sorvimi  . 

Ilu-  I  i\c  l  I  ( t  y  in  iihnuL 
qitil  Illy  uf  r.irr  . 


Iiimt  1 60  pi» rscni n  In  t hi'  / 
VI  ivwxw  dUI  .ind  rrporlrdly 


umuury  taken  illri-rlly  front  i lie  VI  pa^r  report  jsTIlJ c-Ii 
Kind iiiKK  ami  Kei-  <iiimmul.il  I  cki s  .    Tln-re  are.  H  stockholders. 


  Approximately  $81    608  In  Eat  1  ma tad  To  ijaye  Man 

Derived  by.,,  the  Centar^e  Stockholder  a  /  :  


etockholder/,  alao  atockholdera 

  s  Inc.i  (ace  Finding  No.  3)  and 

\)  (tee  Finding  No.  2),  together  received  the 
feee  for  the  two-yeer  period  en4«d  June  30,  1979, 

For.  W  F 1  acel  Yejpjr  Ended 
June  3pTT979    June  30.  1978 


Actual  profit  end  feee  paid  to  £alMmW 
UheblUtetlon  Center  jtoder  DPW  contract: 

Profit  (ate  page*  l6  end  14) 

Dlractora'  feaa  / 

Cnneuhlng  feee  |>/ld  to  «  related  or  jyinlz  na- 
tion, tMMa>M*j«fjp^MI^BjB^B4| 

(eee  Flndlni  N<j,  2  for  diecuaslon) .  / 

/ 

Eat 1  mated  Income  of  a  related  orgeniiarion , 
PflM|lpi.   (eee  Finding  No.  /for 
rilecueelon),/  / 

Tottfl  profit,  feee,  end  estimated 
income  to  atockholdere 


Totai 


/$111,780 
14,400 


192,000 


76.460 


$394,640 


$143,868.. 
14,400 


192,000 


70,700 


$2)5,648 
28,800 


384,000 

JW.J60 
$815,608 


The  total  of  $815,608  in  profits,  fees  and  estimated  Income  directly  or  indirectly 
received  by  the  center'a  atockholdem  largely  resulted  from  the  fees  end  eetlmeted 
income  eeneretad  by  the  two  releted  corporations  (the  home  and  amV)  >    Ue  eitl- 
mated  the  faaa  and  Income  genereted  by  the  two  related  corporal iona ,  aince  the 
(enter  a  management  refuted  to  provide  flnenclal  information  or  aufflclent  dncu- 
eentetlon  relating  to  fhe  two  corporet Ions .    Except  for  the  contract  alined  between 
■  ,nd  th*  center,  and  the  leeae  elgned  between  the  home  end  the  center,  the  center'* 
sanegement  would  not  or  could  not  aupply  us  with  eny  other  documentetlon  to  aubeten- 
tlate  eervicee  being  performed  by  fJB|  or  support  for  the  actual  coete  (depreciation 
end  lntaraat  chartee  on  mortgagee)  incurred  by  the  home. 

The  $815,608  income  and  feee  received  during  the  two  yeere  ended  June  30.  1979 
repreaented  an  average  profit  to  the  atockholdere  besed  on  budgeted  coete  of  13  2X 
which  le  elmoet  double  DPW'a  intended  contracted  allowable  annuel  profit  ratv  of  8X. 
In  addition,  our  calculation  of  the  center's  atockholdere  return  on  Investment  for 
the  two  flac.l  yaere  1.  approximately  122*.    Thla  1.  equivalent  to  more  than  doubling 
tha  etockholmare  lnvaetmant  in  juat  two  ye.rs.    This  rete  of  return  received  Is,  the 
atockholdera.  .nd  permitted  by  DPW,  .t  the  expenee  of  commonwealth  taipay.re,  i. 
unconecion.ble.    Our  celculetlons  are  shown  m  the*  following  chert: 


615 


MPU  should request  the  rsturn  of  $503,084  based  on  Che  following  sdjustments 
or  *the  year  ended  June  30,  1976: 

(O  to  reduce  health  and  life  insursncs  benefit  expeneee, 
which  were  Incurred  on  banal f  of  the  etockholdere  and 

auditor    (aaa  rinding  No.  6).  ($  \2,765) 

(2)  To  increaee  employe  banaflt  axpanaaa  to  reflect  unreported 

union  employe  expenses,  6,600 

(3)  To  reduce  capital  Improvement  expeneee  for  legal  fees  which 
were  unrelated  ro  the  contracted  servicer  and  compliance  with. 

life  aafaty  code  requirement  a  (eee  Finding  No.  5).  (  15,766) 

(4)  To  reduce  rent  expeneee  for  eetlmated  profit  taken  by 

.  JBBmmmmmmmmmmV  Inc .  f  which  la  owned  by  the  nam  stockholders 

aa  the  center  (eee  Finding  No.  3).  <  70,700) 

(5)  To  reduce  management  Conaultlng  expeneee  for  unuubatantlar.ad 
•ervlcee  allegedly  provided  by  -emmmmmmmmt^BBVeV^lmmmBmmm^t 

Aasocletae,  which  la  owned  by  elx  of  the  eight  center 

stockholders  (eee  Finding  No.  2),  J  (  192,000) 

(6)  To  reduce  profeeglonal  aervlcee  expenses  which  were 

perforeed  by  the  center's  CPA  firm  (see  Finding  No,  15).  (  19,360) 

(7)  To  reduce  nonbud«,eted  dlrectore  feee  which  were  paid  to  the 

center's  eight  atockholdera  (see  Finding  No.  I)  (  14,400) 

(8)  To  reduce  Insurance  ($650),  repair    ($324),  and  depreciation 
($44*)  expeneee  related  to  the  nonessential  use  of  an 

.   sutomublle  operated  by  e  center  stockholder  (see  Finding 

No,  9).  >  ^  (  if619) 

(9)  To  reduce  mlecelleneoue  expeneee  unrelated  to  progrsn 

operatlone  (eee  Finding  No;  10).  '(  995) 

10)  To  reduce  peyroll  taxee  which  were  lnsppropr lately  psld 

on  behelf  of  the  atockholdera  (eee  Finding  No.  11  1,  (  406) 

11)  To  reduce  the  following  expeneee  to  comply  with  the 
contrectual  budget ery  reetr let lone: 

Maintenance  payroll  ($58,967) 

Progrem  Payroll  (89,654) 
Payroll  taxee  and  other  benefit e  (  6,325) 

.  Food  coeta  (  6,899) 

Heat  end  UghK  (2,619) 

Leundry  end  linen  >          (  7,599) 

Kitchen  supplies  (  1,869) 

Office  eupplleU  \  (  422) 


\ 
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Provider  ff3 

Tliis  program  shows  assets  of  over  $1,150,000.     It  was  not  possible  to 
determine  how  many  ueoplu  they  serve.    The  audit  reflects  the  following 
concerns:. 


.     Some  physical  sites  were  considered  structurally  deficient 
to  house  MH  and  MR  clients.  a 

.    MH  and  MR  clients  are  housed  together  which  some  county  program 
%      personnel  believe  may  result  in  prolonging  nn  MH  clients  treatment 
within  the  program'.    The  prolonged  treatment  results  from  the  MH 
persons  inability  to  deal  with  a  , low  functioning  MR  person  in  .a 
daily  living  environment.    Other  program  personnel  believe  MH  and 
MR  clients  living  in  the  same  apartment  build  on  each  others' 
strengths.    We  were  informed  by  county  program  personnel  that  ■§ 
may  be  the  only  residential  program  in  the  commonwealth  to  house 
MH  and  MR  clients  in  the  same  residential  setting. 

-    MH  and  MR  services  funds  ore  separate  funding  sources  from  the  N 
commonwealth.    MH  expenditures  are  90%  funded  and  MR  expenditures 
are  100*  funded.     When  MH  and  MR  clients  are  housed  together  the 
funding  source  of  program  expenditures  losses  its  identity. 

.    There  are  MR  patients  within  the  Ml  program  who  .do  not  belong 
there.-   As  mentioned  previous . y ,  Ml' a  program  has  three  different 
types  of  residential  services  which  represent  stages  of  progression 
to  an  independent  setting  outside  of  the  MH/MR  program.    The  county 
administrator's  office  indicated  it  belirves  about  half  of  the  MR  • 
populntion  of  102  muy  not  belong  inag|  type  program.    Ihey  are 
low  functioning  MR  clients  who  may  not  progress  into  an  independent 
living  arrangement. 

Flridlngs  and  Recommendations: 

Finding  No.   1  -  S  Includes  Payroll  Expenses  on  Its  Financial  State- 
ments and  Reimbursement  Reports  for  Persona  Not 
Employed  at  IV.     For  the  Year  Ended  June  30,  1981  the 
Expense  Claimed  for  Non  Wf  Employes  Was  $94,730  and 
for  the  Five  Years  Ended  June  30,  1982  Was  $388,037  ... 

Finding  No.  2  -  Wt's  Financial  Statements  and  County  Reimbursement 

Reports  Improperly  Included  $173,325  of  Encumbrances  .. 

Finding  No.  3  -  Ml  Improperly  Includea  $98,759  of 1  Expenses  Incurred 
By  Its  Building  Fund  and  Rel.ited  Corporation,  Housing 
Facilities,  Inc.»  in  Re i.abur semen t  Reports  to  DPW   

Fioding  No.  4  -         Leases  Buildings  to  HFI  and  Rents  Back  MH/MR 

Counselor  Space  Which  Resulted  in  Excess  Commonwealth 
Reimbursement  Totaling  $5,491   ttt 

Finding  No.     5  -  9  Did  Not  Report  Offsetting  Income  Totaling 

$18»643  to  Allegheny  County   


.Finding  No. 

Finding  No. 
Finding  No. 

Finding  No. 
Finding  No. 
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6  -  flt  Reported  and  Received  Reimbursement  for 

$11,898  of  Ineligible  Automotive  and  Auditing 
Expenses.  '. . '.  

7  -  A  $71,500  Advance  From  the  Conni y  MH/MR  Program 

in  19  76-77  Was  Not  Repaid  by  flfc  

B  -  V»  Improperly  Classified  55,200  of  Fixed  Assets 
Purchases  In  Fiscal  Reports  to  the  Allegheny  County 
JiH/MR  Program   

9-  Appraisals  for  Leaded  Houses  and  Apartments  Were 

Not  Obtained  -.  ,  

10  -  W»  Contracts  for  Providing  Residential  Services 
Do  Not  Always  Comply  with  Model  Contract  Require- 
ments  >  ■ 


These  three  reports  were  intended  to  point  o'utadttinistrative  and 
jirii»;r.im  dlf f IcuUles  that  surfaced  while  auditing  costs.     All  three  proeratns 
.ue  si  HI  operational  and  under  contract  for  CLA  and  ICF/MR  services 

It  wuuld  be  interesting  to  uaU'ulute  with  more  audits  to  draw  from 
)ust  In*  much  profit  will  acrrue  to  providers  nationally  from  tax  dollars. 
I'mi-um  costs  will  vary  from  County  to  County  and  State  to  State.    We  fear  that  ■ 
1 1  will  not  be  Long  before  the  low  income  program  will  feel  entitled  to  a  greater 

Mn.in.-Ul  reward  causing  escalation  of  custs. 
0 
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The  following  charts  were  prcpa red  to  Illustrate  the  amount  of  ■ 
.  capital. needed  to  provide  for  lifetime  care  nt  an  initial  coftt  of  $30,000 
per  year  for  a  client  now  a  Re  28,  assuming  h%  and  82  Interest  rates,  with 
.iiul  wltliout  Inflation,    Paymuuta  are  assumed  to  be  made  from  both  capital  and 
and  Interest,  .  ■ 


IN  I'KKKST 
-'.  .HA'PB 

bl 
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bl 
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HZ 
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UN  M  ATI  ON 

ASSUMING  CLIENT 

CAPITAL 
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LIVBS  10  ACK 

NUEDKI) 

ox 

70 

$4  8'.,  000 

■0% 

80 

$504,000 

70 

$876,000 

80 

5999,000 

OX 

70 

$389,000 

0% 

80 

$398,000 

h% 

70 

$881,000 

b'i 

80 

$1,007,000 

For  example,  assuming  a  b%  interest  rate  and  no  inflation,  it  would 
require  a  capital  Investment  of  $484,000  to  provide  care  to  a?,e  70  for  a  client 
-now  age  28.    At  bX  interest  and  a  4&  inflation  rate,  this  would  .'.ncreasu  to 
$8/b,000.    At  8Z  Interest  and  t>%  inflation,  it  would  require  capital  of  $1,007,000, 
All  of  the  figures  assume  that  the  capital  would  be  exhausted  a',  the  age  shown. 
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In  this  statement  I  have  indicated  that  the  Proposed  Pennsylvania 
Mental  Beta rdat ion  Budget  for  1984-85  reflects  a  new  direction,  expectation 
of  a  dramatic  increase  in  federal  support  for  MR  community  services  and  less 
state  funding,    it  Is  of  great  concern  to  parents  to  see  a  decreasing  State 
rutwnl ttmcnt  by  Pennsylvania  to  our  people  placing  more  dependence  on  others  to 
provide  for  needs..    It  was  initially  a  lack  of  committment  that  contributed  to 
a  decline  of  the  institution  more  than  any  other  factor.    At  a  time  when  funds 
could  have  been  made  available  for  Centers ,  advocates  for  the  mentally  retarded 
li;id  no  ^endorsement  for  the  provision  of  a  quality  life  for  our  institutionalized 
family  members.    Only  the  community  as  the  resource  for  servlo  was  the  pre- 
vailing emphasis.    Meanwhile,  Federal  financial  resources  for  our  institutional 
population  wore  Increased  to  upgrade  physical  and  environmental  care.  In 
Pennsylvania,  we  did  a  very  acceptable  Job  of  accessing  1CP/MR  certification  in 
a  relatively  short  period  of  time.    Medicaid  funding  now  appear!  to  be  one  of 
the  very  few  possible  new  sources  of  funds  for  the  community,  hence  S2033. 

The  following  excerpts  will  illustrate  the  new  direction: 

KKY:  — ^  increase 
decrease 
NC     no  change 
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lias  leal  ly,'  these  figures  show: 

I*    238*   -    ►    In  Federal  Funding  for  County  Services  mandated  by  the 
Pennsylvania  MKMK  Act  of  1966. 

in  Medical  assistance  -  Community  baVed  services  - 

\ 

in  Medical  assistance  -  Conmunity  residential  services 
A.  ^    Social  service  -  Block  Grant 

5.  1000X  ■  j  ^  Community  residential  services  overall 

6.  $14,500,000  for  early  intervention  from  the  Pa.  Lottery  Fund 
(designed  to  be  used  for  Senior  Citizens)  \ 


It  is  of  great  concern  that  wu  must  look  heavily  to  other  resources 
tu  fund  this  program  which  between  1983-84  and  1988-89  shows  no  change  in  the 
numbers  of  persons  residing  in  community  residential"*  facilities; 


Thank  you  for  the  opportunity  to  present  our  concums. 
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STATrJM^KT  OF"  MAHV  HAYNSS 


BACKGROUND:  MOTIVATION^  .ANJLAEH  W AT ION S 

My  wife  Annette, '  ajid  I  are  the  parents  of  Arnold  David  Raynea, 
a  22  year  old,  neurological  impaired  Severely  disabled  youth. 
To  review  hia  development  from  v/henoe  he  came  and  what  the 
prognosis  was  to  where  he  ia  would  require  more  time  and  paper 
than  thia  committee  hao  the  patience  to  endure;  "therefore  let 
us  concern  ourselves  to  today  and  where  he  ia  going.  Hia  child- 
hood atruggle,  although  unique  to  us,  ia  an  oft  repeated  tale 
told  by  a  parent  of  a  ceverly  handicapped  child. 

In  order  to  secure  righta  f or  our  child  we  recognized  that  the 
righta  of  all  handicapped  children  must  be  established.  Thia  ia 
a  fundencntal  American  premise,  equality.  Tha  ayatem  that  guides 
the  destinioa  of  our  handicapped  citizona  in  .my  state  and  other 
atatfcs  does,  not  give 'on  the  same  magnitude,  even  or  fairly  serv- 
ed portions  of  treatment  to  all.  Thia  imbalance  of  service  deliv- 
ery la  rightly  interpreted  by  parents,  families  and  consumers 
that  by  misfortune  of  a  label  they  have  been  denied  acoesa  to 
treatmont  thor  ny  being  leas  of  a  porsoh  and  certainly  a  oitiaen 
who  haa  lost  his  constitutional  safeguards.' 

Our  concerns  for  our  child  and  all. those  handicapped  children 
has  forced  our  involvement  and  participation  in  a  variety  of 
activities  and  programs.  Some  recent  commitments  include:- 
.    JgiNT._YJSHTUR£- Founder  and  co-chairman,  Thia  Viewly  formed 

40,000  state-wide  meiabership  parent  advocacy  group  is  composed 
of  our  children  served  oy  the  state  Mental  Health  Agency  aa  < 
.well  as  the  Mentally  Retarded  and  DevelopraentaUy  Disabled 
Agency  al3o  including  State  Education  Department  and  Vocational 
Rehabilitation,  Department,  of  Social  Services  and  those  who 
also  remain  unserved.  On  August  5,  1983  we  presented  our  united 
concerns  to  our  governor  at  his  New  York  City  Office. 

PLUS  GrtOUP  HOUSS,  INCt-Advlsory  Board  Member.  This  ia  a 
group  of  parents  of  aged  out  children  who  tried  to  establish 
a  community  residence  for  these  autiatio  young  adults  but  had 
previously  ra£t  with  years  of  defeat.  I  am  proud  that  I  played 
a  snail  part  in  obtaining  approval  for  PLUS  so  they  may  develop 
an  intermediate  care  facility  with  a  New  York  State  share  of 
^100,000,00  of  "potential  capital  costs. 

^INg^SCK__ASS0CIATI0N_  OF  PARjOTBj  INO.  (RAP)-  Founding  president 
,    and  board  member.  The  Rhinebeok  Country  School  in  Rhinebeck,  New 
York  is  a  privatly  owned  residential  facility  which  serves  the 
needa  of  almost  200  developmentally  disabled,  mentally  retarded 
and  emotionally  disturbed  youths  under  age  twenty-one  lioenaed 
by  the  New  York  State  Educational  Department  aa  well  aa  several 
other  states.  During  1981-82  we  saw  thirteen  private  schools 
in  our  state  forced, to  close  their  doors  forever.  New  York  State 
makes  it  virtually  impossible  for  the  private  for  profit  sector 
to  operate  within  ita  borders.  The  Rhineoeck  School,  based  on 
in-state  and  out  of  state  reviews,  and  audita  has  been  rated  aa 
a  role  model,  one  of  the  finest  facilities  of  ita  type  in  the 
sta/te  and  in  the  nation,  and  it  to  was  and  still  ia  threatened 
with  extinction.  This  was  a  prime  purpose  in  the  formation  of 
RAP. 
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During  1981  aervlo 
cost  less  than  raos 


oa  delivered  by  the  Rhlnebeck  Country  School 
cost,  iBB8  Mltu.  uJt  similar  type  voluntary  agency  fac 111 t.los  and 
substantially  less  than  the  public  sector  delivering  In  most 
Instances  superior. service  by  comparison  was  being  forced  by 
the  state  to  cease  operations.  It  was  the  aotlvltles  of  the  / 
parents  that  spearheaded  an  effort  that  has  to  this  day  pro- 
Vented  this  from  happening.    RAP  was  the  first  group  to  reach 
out  and  llaaon  with  other  Blrallar  state  and  national,  organ  - 
izatlons  and  jjecaroe  the  nucleus  In  the  establishment  of  a  / 
statewide  parental  effort*  .      .  .        .„  ' 

RAP  Inspired:  leadership  qualities  In  parents  who  went  on  to  - 
Assume  key  roles  In  other f group s. .  Four  RA?  members  serve  on  / 
the  Lt.  Governors  Concerned  Citizens  Task  Force  on  Aging  Out, 
'one  Is  a  president  of  a  United  Cerebal  Palsy  group,  another 
has  become  chairman  of  a  major  advocacy  group  plus  many  have 
rededicated  themselves  with  new  fervor  In  advocating    for  the 

needs  of  the  disabled,  s  „n„v,t 

RAP  worked  to  spotlight  to  government  and  the  P  ubllo  the  pllgni 
of^'the  "aKlnK  out."  The  first  media  mention  on  'aging  out  was 
about  RAP  parents  and  the  first  public  forum  In  New  York  State 
on  "aging  out"  was  concleved  by  RAP  parents  who  Joined  with 
parents  of  other  schools:  worked  to  address  this  Into  law. 
RAP  raised  funds  to  provide  extras  for  handicapped  ohlldren 
and  continues  to  see  that  educational  standards  for  the  dls-  . 
abled  are  not  comproralsed.RAP  has  prepared  testimony  before 
state  and  federal  hearings  arid, has  represented  parents  on 
an  individual  basis  in  securing  their  righta  to  various 
governmental  agencies. 

ADVISORY  BOARD  OF  THS  m^-^V^^sA°M^JS^J-MLl^ 

P^pHTation.  This  group,  until  recently  was  practically 
obscure  and  negleotod  by  government.  I  have  work°*  ^™  "Bn' 
factor   hand  In  glove  to  secure  federal  recognition  through 
UU  fer  ihl.  deShdeallng  syndrome.  We  have  received  our  first 
state  grant.  We  have  worked  en  representing  as  a  group  and 
Individual  oasea  to  government  the  crucial  necessity  of 
Pro-ams  and  proper  placements.  We  are  currently  working    -  - 
wUh  oSergroups  for  the  design  of  the  first  P/W  facility 
"reslXial  group    home)  In  New  York  State.  We  are  also 
targeting  on  a  medical  awareness  program  to  make  obtain 
that  wheS  these  problems  are  found ^they  are  correctly  dlagnos- 
ed  and  treated*  * 

CONC&NED  CITIZ«QOPTRAL_lS_LIP-  Member  of  Board  "hlch  lj 
BompoSed  WpaFents  and  advocates  of  patients  at  Central  Isllp 
rsJShiatrlo  Center,  a  state  run^hospital  administrated  by  the- 
Office, of  Mental  Health  .  We  are  concerned  With  Roving 
conditions  of  the  patients  and  putting  In  place  an  orderly, 
proper  tad  well plSnned  flow  of  services  when  people  are 
moved  from  the  hospital  back  Into  the  oomrounlty.    We  have 
recently \Soen  offered  a  possible  fifty  bed  .site  to  aide  In 
thl3  transition. 


/ 


ERIC 


624 


SUFFOLILOHIIiP  DKVKLOPilfolTAL  CENTER  PARENT  ASSOC  I  ATI  O^-.member 
of  it's  advocacy  committee*  Arnold  had' boon  "a  cTlept  of  this 
facility  from  1969  through  1978  and  la  currently  attending 
their- adult  day  caro  program.  I  have*  spdfcen  before  their  parent 
groups  and  involved  them  in  the  aging  out  issues.  I, have 
testified  through  state  and  federal,  hoarings  on  the  urgency 
.'of  establishing  a  group    home  for  those  young'  adults.  At  our 
town  board  site  selection  hearings  called  to  discuss  the 
merits,  of  a  cojn-DunJ^y  residence  brought  out  forty  people  to 
3peak  /against  thefmoasure,  our  efforts  turned  out  200  local 
citizens  to  support  the  proposed  group  home.    As  of  this  date 
a  first  group  home  (ICF-M/r)  is  under  v/ay  and  rhould  be  ready 
to  accept  its  new  tenants,  my  son  included,  this  April.  A 
second  unit  will  be  ready  this  fall. 

COJME^  of  task  force, 

and  played  a  key  role  in  establishing  the  initial  contact . between 
involved  individuals  and*  Lt.  Governor  Alfred  DelBello.  I  have 
worked  on  the  goals,  objectives, positions  and  directions  that,  we- 
have  taken.  '  I  represent  the  Task  Force  to  the  State  Education 
Department  and  have  met  with  legislative  (state)  loaders  and 
government  officials  in  preparing  state  directions  in  needed 
extensions  of  services.  We  have  also  prepared'  media  events 
focusing  on  the  need  for  services.  The  task  force  is  current- 
ly preparing  "Aging  Out"  day  in  Albany  where  parents  will  moot 
with  their  legislators  and  voice  their  feelings,    this  group 
has  also  monitored  the  placement  policy  of  aged  out  persons  in 
educational/  residential  facilities.  It  is  now  preparing  it's 
plan  to  present  to  govex'nment  for  enactment. 

AWI^RY^BpARp^pt  LONG  JSI^ND^HjJSPITjS  NtffWORK-aiember  of  board. 
The  network  is  a  arm  of  the  state  Office  of  Mental  Retardation 
<5t  Developmental  Disabilities  and  serves  to  prepare  respite 
programs  composed  of  funded  residential  programs  and  3olf- 
hel£  groups  of  parents  designing  respite  services.  With  proper 
respite  machinery  in  place  we  can  with  certainty  considerably 
reduce  the  flow  of  individuals  into  Institutionalization. 

Auong  recent  activities  that  I  have  been  Involved  with  included 
working  with  the  AS3.KMBLY  OF  NStf  YORK  STATE,  SUB^OOW'lITTKE^ON 
HUMAN  RIGHTS  ,  (Chaired  by  Assemblyman  Steven  .Sand or sT~~in  prep- 
aration of  their  recently  held  hearings  on  transitional  sorvcie'S. 
I  also  represented  parents  in  presenting  to  the  United  States 
department  of  HEALTH  AND  HUMAN  JSERVICES  the  plight  of  the  aging  , 
out.  Prior  to  my  contacting  HHS  they'  had'  ignored  this  problem. 
Since  their  involvement  we  have  aeon  some  movement  which -inc- 
ludes aging  out  as  a  priority  for  all  D.D.  .councils  in  their 
state  plan.  HHS  has,, through  hearings  and  parent  contact  present- 
ed to  the  state  th>e  fifty  most  urgent  New  York  cases  and  has 
been  following  up 'on  each.  I  shall  not  bore  this  body  any  longer 
but  feel  enough  has  been  said  to  establish  my  concera  and 
credentials. 
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THE  NEED  FOR  SERVICES 

FwasHraade  aware  of  .these  hearings  through  the  National  Govern- 
mental Affairs  Office  monthly  ARC's .Government  Report.  In  that 
article  they  sta\od,  "many  have  compared  the  importance  and 
scope  of  the  CoinnWity  and  Family  Uving  Amendments  to  that  of 
P.L.  94~142,  the  Education  Cor  All  Handicapped  Children  Act. 
Indeed  this  legislation  provides  assurances  for  mentally  rfc^ 
tarded  and  other  disabled  persons,  including  those  beyond 
school  age,  that  services  necessary  to  their  growth  and  de- 
velopment will.be  available  within  the  community,  whether  in 
a  a  family  home  or  a  small  community  facility.  , 

If  indeed  this  proposed  legislation  could  do  everything  that 
we  understand  it  to  raoem,  than  this  bill  is  of  landmark  import- 
ance. P.L.  94-142  and  de-institutionalization  have  racked  severe 
strains  on  states  and  localities  as  the  needs  for  community 
Drograms  and  residences  have  sharply  grown.  An  entire  new  genera- 
tion  of  handicapped,  brought  along  the  educational  ladder  to 
age  21  has  couie  along  only  for  many  to  find  that  the  next  rungs 
are  missing.  We,  in  New  fork  call  this  "aging  out.  "Oft  times 
parents,  feeling  abandoned  by  Government,  are  left. to  their 
own  devices  to  secure  help  for  their  children.  They  can  not 
understand  why  one  handicapped  child,,  because  he  came  out  of 
an  institution  and  the  state  is  under  court  pressure  to  find 
a  community  slot  for_thib  person,  or  this  other  child  is  in 
a  foster  care  system  wHlch  requires  monitoring  and  treatment 
receives  a  priority  in  placement,  or  their  child  may  have  the 
misfortune  to  be  diagnosed  with  a  so-called  minority  syndrome 
<le;  Prader-Willi,  Autistic,  Tourette  Syndrome,  dual  diogostic 
and  multiply  handicapped  to  name  a  few)  where  little  or  no 
programs  are  available. These  fionerio  ilabols  create  restrictions 
that  congress  must  break  down.  In  New  York  we  have  about  200 
children  a  year  age  out  of  residential  schools  and  several 
thousand,  more  agd-'oujyofi  their,- loo&lvflchoolidi#triot  program 
or  private  sectou  diyrschool ■  px^ng^am^ln  vthhibr.-jcommunity  "that 
their  child  had  attended.  The  needs  .always  outpace  availability. 

Deinstitutionalization  is  the  official  state  policy  however, 
the  practice  of  "damping"  still  continues,  although  the  record 
states  it  ended  in  1978. Simply  stated  dumping  is  discharging 
cof  paychiatrically  or  emotionally  disabled  persons  without 
support  services  in  place.  Patients  are  thrust  out  of  over- 
crowded wards  or  allowed  to  walk  off  the    grounds.  At  Manhattan 
Psychiatric  Center  in  New  York  Oity  ftoro  than  60*  of  all 
patient  discharges  from  May  through  September,  1982  were 
^escapees."  Statewide  8000  patients  await  placement  at  a  cost 
of  $117.00,  per  day,  Sinoe  I960  due  to  the  new  discharge 
plan,  stiffer  admission  policies,  patient  doaths  and  rise  in 
escapees  over  70,000  patients  have  left  state  hospitals. 
.The  plan  was  to  have  stafi*  and  resources  follow  the  patient 
back  to  the  community,  in  reality  only  the  patient  left  the 
hospital.  In  New  York  State  of  the  1.9  Billion  dollars  spent 
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by  the  Department  of  Mental  Health  yearly  over  two  thirds  5000 
to  22,500  patlenta  in  It's  Institutions,  the  remaining  one  third 
funds  all  other  operations  Including  the  125,000  people  In 
communities  who  need  services*  Without  community  support  services 
the  result  Is  the  most  expensive  form,  of  care  known  to  western 
man  today,  rehospitaliaation»  Many  also  fall  victims  to  the  . 
drug,  alchohol  situations  and  find  themselves  charges  of  the 
states  criminal  Justice  system*  Meanwhile  a  paradox  exists; 
those  who  need  service  can't  get  In  due  to  sniffer  admissions 
and  those  who  are  ready  to-oome  out  can't,  because  there  la  no 
place  to  go. 

Prior  to  the  V/illowbrook  Consent  -Decree  there  were  nineteen  (19) 
state  hospitals  administered  by  the  department  of  Mental  Health- 
serving  a  total  of  80,000  patients.  After  the  .Decree  the  state 
.   designed  a  new  agency,  the  Office  of  Mental  Retardation  and 
Developmental  Disabilities.  Today  we  have  a- total  of  fifty  one 
(filj.  institutions  In  the  state  serving  a  combined  population., 
of  -33,000  with  more  employees  to  administer  services  and  tha 
quality  of  services  delivered  In  both  agencies,  in  a  significant 
majority  of  iocumented  cases  injures  the  oases  for  continuing 
this  costly, ineffective,  Inhumane  warehousing  of. humanity* 

A  continuum  .of  services,  from  inception  of  diagnosis  to  that 
point  where  services  and  treatment  are  no  long  needed  la  not 
only  cost  effective  and  probably  would  represent  long  range 
savings  to  the  tax-payers,  but  would  be  the  humane  enlightened 
1  approach  to  a  antiquated  funded  and  managed  structures 
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As  mentioned  earlier  when  a  rung  in  the  ladder  is  missing 
development  stagnates,  \n  many  cases,  even  regresses.  The 
Intermediate  Care  Facility,  Mentally  Retarded  or  Development- 
ally  Disabled  (ICF/MR)  is  such  an  example.5  in  New  York  State. 
Our  state  Office  of  Mental  Retardation  and  Developmental  Dis- 
abilities (OliSDD)  has  placed  major  emphasis  on  the  ICF.  Federal 
guidelines  require  a  heavy  concentration  of  therapeutic  services 
in  an  ICF.  !the  result  has  been  that  a  client  who  may  only  need 
one  or  two  of  these  services  is  placed  in  an  I0F,  (a  more  exp- 
ensive alternative)  only  because  one  or  two  of  the  servicea 
needed,  are  not  available  in  a  less  restrictive,  therapeutically 
intense,  and  certainly  less  expensive  program. Another  problem 
in  the  continuum  are  those  clients  who  have  developed  to  the 
maximum  level  the  ICF  can  give  but  because  simpler,  less  costly 
programs  are  not  available  they  must  stay  in  the  ICF.  Conversly 
the  person  who  la  Ipoking  to  get  in  to  the  ICF  is  denied  access 
because  space  is  ntft  available.  ICF'S  have  been  used  in  place 
of  needed  community  residences  because  they  allow  the  capture 
of  Medicaid  revenues.  In  many  Instances  local  governments  have 
opposed  ICFs  because  of  local  Medicaid  cost  sharing.  0MRDD 
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responded  by  allowing  full  state  funding  through  utilization 
in  those  facilities  of  institutionalized  clients,  only,* 

As  mentioned  earlier  we  wlthold  treatment  to  many  because  of 
a  label.  Many  disabled  in  the  OMRD0  sector  could  wellbe  served 
by  a  provider  of  services  in  his  area  but  hie  gonorlo  mark 
becomes  a  barrier  to  admission  in  a  program  that  he  could  benefit 
"from.  It- would  in  many  cases  be  uhneccessarjrj to  create  f.aollltlea, 
and  highly  costly  to  servo  a  minority  population  khan  in  those 
cases  where  their  needs  can  be  served  by  exlotilng  services  than 
they  should. 

Community  op^6»4tlon  to  group  homes  is  a  basla  economic  issue,  i 
The  major  basis  for  protection  of  group  homes/has  been  the  re-  ! 
interpretation  of  the  meaning  of  the  word  family.  Many  courts  . 
have  agreed  that  a  group  home  whioh  exists  as  a  single  house- 
keeping unit  with  permanent  live  in  parents  that  provide  a 
stable  and  family  type  environment,  actually  qualify  as  a  fam- 
ily. While  there  often  la  difficulty  prior  to  opening  a  group 
home  the  incidence  of  hostilities  with  neighbors  after  opening 
are  few  and  far  between.  In  almost  all  oases  group  homes  have 
been  good  neighbors  accepted  by  a  onoe  hostile  community. 

In  New  York  State  our  site  selection  law  allows  the  community  * 
to  oppose  a  group  home  at  a  local  torn  hearing.  Communities  \ 
may  offer  alternate  proposals  which  take  oft-times  the  form 
of  other  properties  for  sale  in  other  Communities,    The  law 
allows  a  40  day  determination  by  the  commissioner  after  a  board 
rejects  a  site.  Over  saturation  of  facilities  is  often  oited 
as  a  objection.  There  is  a  strong  case  to  be  made  that. these 
hoarin$3  are  a  harrasment  and  a  denial  of  Constitutional  Rights 
as  they  violate  ones  freedom  of  choice  soley  on  minority  grounds. 

Disabled  citizens  living  in  residential  programs  in  New  York  , 
State  represent  a  broad  diversity  of  functional  capabilities. 
Dollars  are  wasted  and  needs  largply  remain  unserved  whenever 
clients  are  placed  in  or  remain  beyond  time  neoessary  in  a 
program  which  does  not  meet  their  level  of  care  needs.  Such 
is  the  case  of  the  ICF  and  the  state  run  Developmental  Centers, 

Residential  services  to  those  who  fall  into  the  Office  of 
Mental  Health  (OMH)  are  not  only  more  limited  than.  OMRDD  but 
are  characterized  by  a  significant  lack  of  adequate  back  up 
services.  An  example  are  programs  Which  provide  for  the  develop- 
ment of  critically  needed  community  living  skills. 

it  is  estimated  that  30  to  70  percent  of  the  homeless  are 
uroduct  of  our  raentaKhyglene  system.  A  briefperiod  of  hospital- 
ization does,  not  adequately  equip  many  state  psychiatric  patients 
for  an  immediate  return  to^ independent  living*  Experience  has 
clearly  demonstrated  this  reality.  What  is  needed  is  l  viable 
continuum  of  supervised  livlngNalternatives  for  those  patients. 
The  provisions  of  these  alternatives  must  be  balanced  with  a 
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gradual  diminishing  of  our  reliance  on  state  centers  as  the 
primary  access  point  for  the. chronically  mentally  ill  patient, 
in  need  of  residential  care.  This  shifting  of  direction  for 
inpatient  care  is  unquestioned  by  experienced  clinicians  treat- 
ing the  chronically  mentally  ill.  Fiscal  facta  testify  to  ita 
ultimate  economy,  A  single  30  day  stay  in  a  state  psychiatric 
unit  cost  upward  of  §4000,00  for  a  patient  under  age  62,  a  :.. 
'  months  care  in  a  supervised  community  residence  with  case 
management  add  day  treatment  could  coat  the  state  less  than 
§550,00 

REOOHMKN  DATI ON 3 

WE  continue  to  defend,  expand  and  cover  up    for  our  state  -run 
institutional  systems.  Evidence  la  overwhelming  that  the  majority 
b'*ing  served  in  those  facilities  could  best  be  served  in  a  lesser 
restrictive  environment, '  The  system  in  New  York  has  failed  in 
the  hands  of  OMH  and  OMRDD,  Their  can  be  no  room,  for  compromise 
where  the  standards  of  service  delivery  are  in  question.  The 
records  ?f  our  state  agencies  in  these  areas  is  well  established 
and  the  Jarice  tags  that  taxpayers  and  consumers  has  paid  has 
been  staggering.  If  the  private  sector  can  offer  quality  pro- 
grams at  ono-third  to  one-half  the  cost  of  the  state  system,  if. 
they  can  servo  more  and  deliver  results  for  lesst  why  continue  . 
with  the  most  expensive  least  productive  system  for  the  care  of 
the  disabled  in  the  history  of  mankind, 

'  A  paramount  consideration  at  the  planning  level  should  bo  given 
to  parents  of  the  disabled  whose  prime  concerns  include  the 
development  of  their  child  to  full  potential,  adequate  service 
and  proper  treatment  to  suit  individual  needs  with  safo-guarda 
designed  to  protect  their  child  tjhen  thoy  can  no  longer  be 
present  to  advocate  for  their  children.  As  this  is  a  strong 
humane  issue  parental  input  is  vital  to  the  success  of  this 
program. 

It  is  important  that  residential  programs  not  bo  inaugurated 
without  proper  programs  (ie:  workshops,  vocational,  day  treat* 
ment)  and  to  assure  that  needs  are  properly  met  a  system  of  . 
case  management  should  be  designed  using  that  same  person  or  / 
agency  to  serve  one  individual  untill  need  is"  no  longer  ro-  ,' 
quired* 

* 

If  this  law  can  bridge  from  education  of  the  disabled  to  the 
adult  world  than  this  congress  will  have  the  eternal  gratitude 
of  millions  of  Americans, 


THANK  YOU 
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Sheila  and  Joel  Small 
78  cedar  judge  Ha. 
iiewingwon,  conn*  06111 

April  1, 

-   Roderick  A*  DeArraent,  chief  counsel 
\  Senate-  committee  on  pinanoe 
\  hooin  221 

•  senate,  Dirkson  Office  Building 
bashinkton,  u*  c  <d0^lO 

bear  Mf  •  LeAnnenti 

■rhe  following  letter  represents  it,Si?IMORY  OF  i'Hfci  COMihCTlcur 
COUNCIL  ON  MfcNrAL.RLl'ARDAriQK  Oft  S^0>3-C0HHUMiX  ARD  FAhlU  LIYUfO 
AfcEADHEM'S  OF  1983* 

*e  live  in  the  Hartford  Connecticut  area.  *e  nave  a  tiown  Syndrome 
son  whioh  is  going  to  be  three  years  of  age.    Our  son  has  been  in  the 
Regional  center  program  since  birth  which  was  June  1,  1981.    My  husband 
and  x  feel  that  without  the  help  and  the  need  of  the  Regional  center  my  son 
would  not  of  received  the  help  he  neeaed  with  his  early  eduoational  program. 
Studies  have  shown  that  the  sooner  a  re tart ed  person  is  taught,  the  better 
he  or  she  would  be  as  a  person,    rhe  Regional  center  also  played  an. 
'  important  role  in  our  lives  such  as  thesupport,  and  the  help  and  the  knowledge 
the  teachers  have  given  us  with  our  son. 

If  the  $tQ$j  law  is  passed,  all  of  the  help  ana  support  that 
the  Regional  center  prpviaes  will  no  longer  be  in  existence,    parents  like 
ourselves  needs  this  facility  for  support  ana  to  help  the  present  and  future  . 
parents  with  Handioapped.  ohildren. 

If  we  didn't  have  our  current  Regional  center  program  for  our  son,  I 
don't  know  how  we  would  of  been  able  to  cope  as  parents  without  their 
support  and  knowledge  they  have  given  us.    our  son  would  not  be  doing  what  he 
is  doing  today  if  this  program  was  not  in  existence. 


Sincerely, 


Sheila  and  Joel  small 
parents  of  a  Retarted  child 
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SFCC,  Inc. 

SAN  FRANCISCO  COMMUNITY  CARE,  INC: 


50  El  Comlno  Drive 
Corte  Madera,  CA  9492b 
(415)  924  6877 


February  28,  1984 


Roderick  A.  DeArment,  Chief 
Senate  Conulttee  on  Finance  SD-219 
Dlrkacn  Office  Building 
Washington,  D.C.  20510 

Deer  Chief  Counsel  DeArment i 

I  would  like  to  take  thie  opportunity  to  thank  you  for  reeponding 
to  my  letter.    I  en  eorry  thet  I  waa  not  able  to  teatlfy  in  pereon 
for  the  connlttae,  but  would  like  to  uae  thi*  letter  aa  e  form  of 
written  testimony  to  be  preaented  to  the  Comlttee  on  Flnence. 

I  an  a  disabled  pereon.  who  lived  in  e  atate  hoapitel  for  yeara.  I 
now  live  in  a.  community  progren  where  I  feel  ny  life,  ie  generelly 
better.    I  do  not  want  to  live  in  another  atate  hoepital  end  would 
refuae  to  go  if  ever  the  altuatlon  aroee. 

©  ■ 

I  would  like  to  go  on  record  ateting  ny  full  aupport  for  Senate  * 
Bill  S2053.    I  feel  the  government  ehould  spend  Mediceid  raonlee 
on  community  progreme  end  etop  the  eupport  to  etato  lioepitala. 

Sincerely,  ; 

TUNNEL  WILLIAMS 
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31  ATEMF.N  I   Marilyn  Straw 

RE:     "Community  land  Family  Living  Amendments 
5  of  1983"    .     (S2053)  ■ 
<r 

I  have  a  23  year  old  son  who  has  been  living  at  our  State  resi- 
dential facility  for  the  Mentally  Retarded  (approx.  550  residents) 
for  the  past  10  years      before  and  after  they  received  Title  XIX 
dgllars.    .Needless  to  say,  there  have  been  vast  improvements. 

I  have  also  been  a  volunteer  there  for  the  past  10  years  (1  day 
per  week)  working  directly  with  various  residents  on  a  1-1  basis. 
1  am  a  parent  representative  on  the  institutions  Human  Rights 
Committee  and  a. Board  member  af  the  Home  Association  (sort  of  a 
PTA). 

Because  of  these  varied  experiences  I  feel  that  I  am  able  to 
address  this  bill  (S2053)  with  more  knowledge  than  the  average 
parent,  about  the  workings  of  an  ins t i tu t ion' o f  this  size. 

Not  all  institutions  are  "bad"  if  done  right!     Those  that  have 
become  Intermediate  Care  Facilities  for  the  Mentally1  Retarded 
funded  by  ritle1"  XlX  have  accomplished  this.     By  having  to  comply 
with  Federal  regulations,  the  states  allocated  enough  money  to 
provide  proper  staff  ratio;  enough  money  for  daytime  programs, 
directors,   and  support  personnel;  enough  money  for  upkeep  and 
maintainance    and  have"  reduced  the  number  of  residents  to  a 
manageable  level,  usually  between  400-600  people. 

Our  State  facility  (Woodward)  offers  an  excellent  environment  for 
the  multiple  handicapped  or  severely  retarded  individual  with 
fragile  health  because  of  it  being  a  "medical  model".     If  these 
same  people  lived  in  the  community  they  would  have  to  be  trans- 
ported by  para-transit  buses  from  gro^jp  homes  to  workshops  or 
"centers"  and  then  back  again  to  group  homes  at  the  end  of  the 
da^-  in  all  kinds  of  inclement  weather  and  I  question  their 
.(romfort  and  health..     This  would  need  to  be/  done  in  order  to  provide 
them  with  a  variety  of  experiences  away  f*om  their  living  environ- 
ment.    /\t  Woodward  this  is  accomplished  by  interconnecting  passage- 
ways from  one  building  to  another  and  it  works  beautifully. 

Woodward  also  offers  a  protective  environment  for  the  physically 
active  person  not  capable  of  handling  the  same  freedoms  in  a 
commurrity  setting  because  of  traffic,  becoming  lost,   or  being 
moiested  and  yet  still  gives  them  a  sense  of  independence  and  worth. 
It  also  offers  those  retarded  individuals  with  adverse  social- 
behaviors  a  place  to  be  re-trained  or  "contained",  whatever  the 
case  may  have  to  be.     Any  adverse  behavior  that  is  displayed  in  a 
community  unfortunately  "labels"  all  retarded  people  as  being 
the  same- 

1  havo  also  actl vel y  served  on  the  Board  of  Directors  of  ARC/ 
Polk  Co.,   Iowa  for  the  past  8  years  and  have  been  a  faithful 
supporter  of  community  based  facilities.     Our  ARC  successfully 
operates  six  Group  Homes  in  Des  Moines,   Iowa  for  moderately 
retarded  adults  and  provides  a  daytime  workshop  for  approx. 

2  30  people. 
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So,  even  though  I  wholeheartedly  support  the  philosophy  of 
community  facilities  for  the  mentally  retarded,   I  also  am 
convinced  that  we  need  ai  wide  range  of  services  to  be  offered 
so  that  all  levels  of  functional  ability  are  addressed.  Those 
"institutions"  that  are  being  run  properly  with  Title  XIX  funds* 
need  not  be  closed  down  but.  rather  "grandfathered"  in,  as  they 
do  fill  the  needs  of  a  definite  portion  of  the  mentally,  retarded 
population. 


Marilyn  Straw 


929  -  39th  St, 


•  West  Des  Moines,  Iowa 


50265 
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enator  John  H.  Chafee 
irksen  Building,  Room  567 
ashington,  D.C.  20510 


/ 


»ear  Senator  Chafee, 


.  We  are  writing  to  inform  you  of  our  opposition  to  "The  Community; 
and  Family  Living  Amendment  of  1985",  Senate  Bill  #2053,  in.  its  \ 
present  form.    We  are  Definitely  in  favor  of  the.  concept  of  the 
bill  and  greatly*appreciate  your  taking  the  initiative  to  improve 
conditions  for  the  severely  disabled  individuals  of 'our  nation; 
We  mO«P  strongly  disagree  with  the  idea  that  this  can  only  be 
done  in  small  (10  bed,  widely  dispersed)  community  facilities. 

There  should  indeed  be  an  effort  made, to  close  any  size  facility 
(statje  or  private)  which  does  not -meet standard's  of  high  quality. 
Many  of . the  standards  which  are  contained  in  the  bill  (such  as 
trained  staff f • interdisciplinary  team  formation  of  individual  plans 
of  assistance,  and  adequate  monitoring  of'vf acilities)  are  excellent. 
The  assumptions:  \ 

.  1.  that  these  services  can  only  be  besfcxrendered  in  10  bed 
facilities  which  are  hot  in  clusters  ^ut  widely  dispersed, 

2.  that  the  resulting  increased  numbers  of  such  facilities 
will  be  able  to  be  adequately  supervised  and  monitored,  and 

3.  that  the  larger  number  of  smaller  facilities  will  be  more 
economically  feasible 

are  not  realistic. 

There  are  currently  facilities  of  35  -  200  which  do  a  good  job  in 
providing  for  DL  individuals.    Our.  severely  retarded  daughter  has 
had  the  privilege  of  residing  in  two  of  them*    They  meet  existing 
quality  standards  and  striVe  to  give  the  individual,  personal  dig- 
nity and  acceptance  in  the  community  at  large  as  well  as  providing 
good  medical,  behavioral  and  educational  services. 

We  believe  that  existing  facilities  which  can  meet  the  standards, 
you  are  striving  to  set  (regardless  of  their  size)  should  continue 
to  be,  supported  legislatively  and  monetarily  (Medicaid  funding). 
We  also  "recommend  that  as  poor  quality  facilities  (state  and  pri- 
vate) are  phased  out,  sufficient  community  facilities  (varying  . 
sizes)  bfc  provided  to  meet  the  needs  of  all  DD  individuals  who 
require  such  services.    We  have  every  coEITdence  that  this  bill 
can  be  revised  to  provide  the  direotion  and  incentives  necessary. 

Thank  you  for  your  attention  to  our  concerns,  ' 


Mr.  and  Mrs.  William  J.  Sigle 
2011  McDaniel  /venue 
Evanston,  Illinois  60201 


copies:  Senator  Robert  Dale  . 

Senator  D^vid  Durenburger 
President  Ronald  Reagan 


i 
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634  / 

February  27,  1984 
(  Community  and  Family  Living  . 
Amendment  ot  1983,    S.  2053 

■  \ 

•  ■  i 
I  am  Ruth  Snyder,  the  parent  of  a  mentally  retarded  daughter.    I  live  at  8301  \ 

Franwood,  Austin,  Texas  78758,  telephone  512  +  453-7U5i  \ 

I  have  been  (an  active  volunteer  in  the  field  of  mental  retardation  since  1955, 
Together,  my  husband  and  I  founded  the  Parent  Association  for' the  Retarded  of  Texas  \ 
(PART).    PART  lSn,an  association  of  parents,  guardians  and  other  close  relatives  of  . 
mentally  retarded'  persons  living  in  state  operated  facilities  for  the  mentally  re- 
tarded in  Texas.    This  Organization  will  have  its  tenth  anniversary  in  June  and  has 
3,500  plus  members*  ' 

My  husband  and  I  jointly  received  the  Texas  Department  of  Mental  Health  and 
Mental  Retardation  Commissioner's  Award  in  1979  for  having  an  impact  on  the  greatest 
number  of  mentally  retarded  persons  in  the  State  on  a  volunteer  basis* 

I  represent  this  group  of  people  who  are  vitally  interested  in  their  mentally 
retarded  children.    They  want  me  to  express  to  you  our  strong  objection  to  S,  2053. 
We  know  that  you  want  what  is  best  for  the  mentally  retarded,  so  we  ask. that  you 
please  hear  our' point  of  view. 

1  want  to  thank  each  of  you  for  your  interest  and  concern  for  the  handicapped 
population  of  the  nation.     I  will  address  specifically  the  needs  of  the  mentally 
retarded,  as  this  is  the  handicap  of  which  I  have  first  hand  knowledge. 

Mental  retardation  is  a  condition  that  appears  during  the  developmental  years 
and  remains  throughout  one's  life  time.    If  you  took  all  of  the  mentally  retarded 
people  in  the  world  and  charted  a  curve,  it  probably  would  fit  neatly  over  the  curve 
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for  the  so  called  normal  population.    If  the  total  population  were  retarded »  then  the 
mildly  retarded  would  be  the  Einsteins  of  the  population.    At  the  other  end  of  the 
cutye    you  would  find  those  who  are  totally  dependent  on  others  for  their  very  exist- 
ence. 

In  Texas  the  State  Schools  (institutions) . provide  good  and  loving  care  for  the 
mentally  retarded  who  are  residents.    $.2053  would  eliminate  the  state  schools  as  an 
option  for  the  mentally  retarded  by  cutting  off,  federal  funding.  . 

Residents  of  the  Texas  State  Schools  are  not  Isolated.    The  Community  comes  on 
campus  in  large  numbers  as  volunteers.    Some  of  these  volunteers  .work  with  clients  on 
a  one  to  one  basis  while  others  come  in  groups.    Many  in  both  catagories  volunteer  on 
a  regular  basis. 

Residents  of  Austin  State  School  have  been  to  the  Covenors  Mansion  for  a  party, 
to  the  Sheraton-Crest  Hotel  for  dinner,  in  both  large  and  small  groups,  to  Spaghetti 
Warehouse  (a  good  analogy  perhaps-  it  is  a  fine  Italian  Resturant)  as  well  as  most  of 
the  quick  food  places  in  the  area.    Their  love  for  fast  foods  *•  may  indicate  their 
mental  age  -  I  recall  a  friend  taking  his  two  young  grandsons  on  vacation  ind  making 
the  mistake  of  telling  them  they  could  choose  where  they  wanted  to  eat.    Hi  ate 
McDonald  hamburgers  for  a  week. 

Residents  of  all  the  Texas  State  Schools  have  access  to  the  Leander  Rehabilation 
Center  where  they  can  go  for  a  day  or  a  week.    On  this  756  acre  ra.ich  there  is  fish- 
ing, horseback  riding,  swimming,  picnicing,  hayrides,  with  a  varity    animals  available 
for  petting* by  clients.    Accomodations  range  ?rom  primative  cabins  to  those  with  heat- 
ing and  alrcondltlonlng.  * 

Austin  State  Schools  residents  have  been  to  most  of  the  concerts,  country  west- 
ern shows,  ice  capades,  circuses  or  whatever  entertainment  that  has  come^to  Austin. 
They  go  to  the  San  Antonio  Zoo,  Six  Flags  over  Texas  in  Arlihgton,  Astro-World  in 
Houston,  State  Fair  in  Dallas,  and  to  the  beach  on  the  coast  of  Texas.    Sortie  residents 
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participate  In  the  choir  festival  each  year 'which  takes  them  to  cities  throughout 
the  state,     Some  of  the  residents  are  involved  in  Special  Olympics  and  go  to  the 
local,  regional  and  state  meets.    Those  who  win  go  on  to  national  competitions. 

Other  schools  provide  similar  activities  t'or  their  residents^    Some  hove  made 
trips  to  Mexico,  Grand  Canyon,  and  to  Disney  Land  in  California.  v 

The  "Music  Makers"  at  Travis  State  School  have  been  invited  to  the  National 
Arts  festival  at  the  Kennedy  Center  in  Washington,  0.  C,  in  May ^  1984.    They  plan 
to  go.  _    „  j 

We  have  many  fine  employees  working  in    State  Schools  institutions)  in  Texas. 
During  the  last  session  of  the  Texas  Legislature  a  law  was  passed  which  provides  for  . 
additional  screening  of  applicants  before  they  are  hired  by  the  Texas  Department  of 
Mental  Health  and  Mental  Retardation.    We  have  in  place  rules  which  allow  for  dis- 
missal and  prosecution  of  staff  who  abuse  clients  or  who  fail  to  report  abuse  when 
they  have  knowledge  that  abuse  has  occurred. 

Incidents  of  abuse  in  Texas  may  seem  high  for  records  are  kept  on  abuse  for 
verbal  statements  which  tend  to  demean  a  client,  to  overreaction  by  an  employee 
who  is  trying  to  protect  themselves  from  a  client  who  is  very  upset- and  ac^n?.  out, 
as  well  as,    those  who  intentionally  abuse  clients. 

We  have  a  number  of  employees  who  arc,  also  volunteers.    They  provide  many  extras 
fi-*r  clients.    Some  take  them  home  with  them  on  a  regular  basis  others  provide  extras 
on  special  occasions. 

An  excellent  example  of  employees  who  care  was  recent ly  demonstrated  when  a 
client  from  Austin  State  School  had  to  go  to  Houston*'  M,D.  Anderson  Hospital  for  very~~ 
complicated  cancer  surgery.    Some  of  the  staff  on  the  unit  took  up  a  col  Lection  so  the 
family  could  be  with  their  loved  one  for  a  longer  period  during  this  traumatic  tlmo. 
The  staff  who  went  to  Houston  to  help  with  the  client  did  so  on  a  volunteer  basis 
with  no  «xtra  pay.    Staff  from  a  sister  school  volunteered  to  stay  on  the  night  shift 
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after  working-  the^r  regular  day  shift  without  any  extra  pay  or  time  off.    I  am  sure 
there  are  other  examples  of  staffs  personal  sacrifice  throughout  the  state  that  would 
be  equally  as  dramatic. 

Each  day  more  mentally  retarded  persons  are  being  born,  and,  as  a  result  of  . 
medical  progress,  more  people  with  severely  handicapping  conditions,  both  mental  and 
physical,  are  living  longer,.    It  certainly  will  not  be  cost  effective  to  provide  small 
individual  settings  with  the  Constant  nursing  and  medical  care  they  will  need. 

The  community  care  waiver,  which  most  states  have  already  applied  for,  provides 
federal  funding  for  those  who  can  benefit  by  living  in  a  small  home  bin  allows  funding 
to  continue. for  those  who  benefit  more  from  the  protected  campuses  of  the  state  schools 
(institutions).    Why  would  anyone  want  to  take  away  a  good  option  from  a  group  of 
people  who  are  happy  whith  what  they  have?    More  and  more  mentally  retarded  Persons 
are  becomming  mentally  ill  because  of  the  pressures  put  on  them  t0  perform  in  areas 
in  which  they  arc  incapable  of  performing.    Small  changes  such  as  moving  their  beds 
from  one  place  in  the  room  to  another  can  take  weeks  of  adjustment  for  some  mentally 
retarded  persons. 

There  are  no  definitive  studies  of  the  relationship  between  costs  and  facility 
size.    Certainly  the  Congressional  Budget  Office  report  to  Christine  Fergrson,  dated 
December  8,  1983,  is  based  on  assumptions  and  false  premises. 

Cold  hard  facts  and  figures  are  very  elusive,  but  you  can  rely  on  common  sctifli* 
to  teil#you  if  you  provide  services  for  many  people  in  many  settings,  it  will  cost 
more  than  if  the  service  is    provided  in  one  location  where  cost  can  be  shared. 

„  A  good  analogy  .would  be  a  large  family  living  in  a  large  house-  together.  A 
family  of  eight  could  Hue  in  a  home  that  has  been  paid  for  with  the -only  remaining 

expenses  being,  taxes,  insurance,  and  utilities.     In  Austin,  Texas,  a  four  bedroom 
home  In  a  middle  class  neighborhood,     taxes  are  approximately  $1500  per  year,  insur- 
ance tor  a  brick  construction  near  a  fire    station  is  approximately  $650  per  year,  a 
and  ,vil  utilities  coufd  be  as  low  as  $250  per  month,  or  between  $600-$800  maximum. 


By  using  the  lower  figures  for  axpenseB,  the  family  of  eight  could  live  in  their 
home  for  $5750  per  year.  *       **  ' 

If  one  family  member  moved  into  an  apartment  costing  $325  per  month  and'on.ly  had. 
to  pay  his  electric  bill,  he  possibly  could 'keep  his  bill  an  low  as  $35  per  month  for., 
electricity,  a  very  conservative  estimate.*^"  * 

If  two  of  the  family  members  moved  into  V. two  bedroom  house  and  paid  $450  per  ■ 
month7,  they,  possibly  could 'maintain  ur.ilitybills  averaging  $100  per  month. 

If  three  of  the  family  members  moved  into  a  three  bedroom,  house  paying  ^500  per 
.month,  the  utility  bills  would  be  at  least  $150  per  month.    This  means  that  it  would 
cost-  the  chUrJren  $18,720  per  year  to  have  a  place  to  live,  while  the  parents  would 
continue  to  pay  the  same  expenses  as  they  did  before  the  children  loft.    Now  the 
family  pays  $24,470  per  year  to  have  a  place  to  live,  compared  to  the  original  $5750. 

The  figures  I  have  given  you  are  Very  conservative  for  a  middle  class  neighbor- 
hood in  Austin,  Texas,    These  figures  do  not  include  many  other  necessities  of  life 
such  as  food,  clothing,  medical  and  dental  expenses,  and • tranaportation. 

In  a  regular  household  a  telephone  could  conceivably  be  considered  a  luxury, 
but.  for  the  severely  handicapped,  it  could  mean  the  difference  between  life  and  death. 

I  know  from  personal  experience,  as  well  as  from  the  experiences  of  .other  members 
of  PART,  that  our  children  will  be  much  more  isolated  in  a  small  house  in  the  "comm- 
unity than  they  are  at  a  state  school  (institution)  in  Texas  where  they  can  move 
about  the  campus  area  freely  to  attend  classes,  to  go  to  workshop,  to  visit  the  doc- 
tor and  dentist,  to  use  the  barbershop  or  beauty  Bhop,  to  enjpy  the  recreation  areas, 
to  swim  in  the  enclosed  year-round  swimming  pool,  to  worship  in  the  chapel,  and  to 
take  advantage  of  all  the  other  services  offered  to  theti. 

People  from  the  normal  population  are  currently  moving  into  secure  neighborhoods 
with  locked  gates  and  security  guards  patrolling  the  area,  or  into  apartments  where 
no  one  enters  the  building  without  first  identifying  themselves.'  Yet  we,  who  Ai"e 
parents  of  mentally  retarded  children,  are  being  asked  to  place  our  loved  ones  who 
are  the  most  vulnerable  to  exploitation,  out  in  the  "community"  to  take  the  risks 
the  normal  population  is, no  longer  willing  to  take.  ^ 

The  State  Schools  (institutions)  as »we  know  them  in  Texas  are  the  least  restric- 
tive, most  cost  effective,  appropriate  place  for  our  children.    We  chose  this  service. 
We  want  other  parents  to  be  able  to  choose  the  service,  which  is  best  for  their  retard- 
ed children  and  the  family  as  a  whole.    The  current  funding  mechanism  allows  for  this. 

ARC-US  has  promoted  S.  2053  as  being  the  will  or  desire  of  their  general  member- 
ship and  has  stated  that  millions  of  dollars  will  be  saved.    At  AftC-US  national 
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meeting  in  Detroit  a  number  of  people  in  attendance  told  me  that  they  had  never  hoard 
of  the  proposed  bill  until  a  short  time  before  going  to  Detroit  —the  times  varied 

from  two  weeks  to  two  to  three  months--and  they  were  very  much  opposed  to  the  bill. 

o 

The  Lufkin  Council,  which  is  affiliated  with  ARC-Texas  and  ARC-US  states  that 
they  were  never  given  an  opportunity  to  vote  on  a  resolution  which  recommends  closing 
the  State  Schools.    The  comments  at  their  meeting  on  .February  2,  1984  were  almost  un- 
animous against  the  resolution  to  close  9tate  Schools. 

The  Dallas  ARC  reported  in  their  newsletter  that  they  had  voted  not  to  support 
S.  2C53  and  I  have  been  told  that  other  ARC  groups  have  done  the  same  thing. 

I  dare  say  that  mdny  individual  members  «hare  the  same  views  as  PART  members  ax\U 
would  agree  with  the  fall  issue  of  Texas  Talk,  the  newsletter  of  ARC-Texas,  which 
states:    "we  rauat  recognize  that  on  an  individual  basis,  cost  may  be  higher  than 
those  in  an  institution."  —  ■          -         '   " 

We  do  not  need  federal  laws  which  allows  federal  funding  for  only  one  type  of 
service.    This  would  be  discrimination  in  its  worst  form. 
*  1 
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atatencnt  from  SPARS  (Parents  and  Relatives  of  Gulf  Coast  Center 
residents  located  in  Fort  Myers,  Florida) 

Gulf  Coast  Center  is  a  very  nice  residential  center,  located  on  600  acres  in 
east  Lee. County,  Florida.    Our  children  live  in  small  cottages  which  have  been 
renovated  to  provide  a  more  horae-like  environment.    Our  children  have  access 
to  parks,  playgrounds,  swimming  ppols,  gyms,  training  schools,  obmplete  medi- 
cal services, ' vocational  and  horti-therapy  programs,  ajid  a°ll  kinds  of  special 
therapies;  all  located  on  the  Center1 s  landscaped  grounds.    The  Center  has  a 

Jtaff  Development  Department  to  provide  ongoing  staff  training  to  better 
serve  our  children.    In  addition,  Gulf  Coast  Center  has.  a  full  time  Quality 
Assurance  Department  which  continuously  monitors  the  quality  of  care  and 
treatment  our  children  receive.    Our  children  live  in  a  place  that  is  designed 
for  them  and  respect3  their  right  to  dignity  despite  their  Handicaps. 

I'.ost  of  the  residents  of  our  Center  are  profoundly  retarded ,  \ieeding  very 
close  supt.'vlGion  and  care.  .  v  \ 

Under  the  ICF/MR  medical  program  our  Center  has  maae  many  improvements  in  the 
care  and  treatment  of  *our  children.  We  fee^that  the  enactment^  of  the  Chafee 
Dill  would  destroy  all  the  progress  that  we  have  made. 

"\lc  would  like  to  make  the  following  points; 

1)  The  coat  of  care  at  Gulf  Coast  Center  is  currently  t31,000  pejr  year  per 
client.    This  compares  to  approximately  034,000  for  the  private,  community- 
baaed  ICF/i.iR'a.    Currently  the  private  community  ICF/l.'R's  seive  only  pri- 
marily moderately  retarded  clients.    They  would  require  more  money  to 
serve  people  who  have  multiple  handicaps  as  well  as  being  profoundly 
retarded.    Also,  the  cost  of  bare  for  small  6  to  8  bed  ICF/IAK  facilities 
for  people  with  severe  handicaps  or  behavior  problems  would /bo  much  more 
expensive  than  the  current  community fkcF/W'd  rate  due  to  the/  fact  that  the 
coot  of  service^  would  be  spread  over  fewer  clients,  thereby  raising  the 
cost  of  care  per  client.  / 

2)  V.'e  feel  that  monitoring  and  support  services  would  need  to  be  drastically 
increased  in  order  to  assure  a  satisfactory  level  of  care7  in  the  small 
facilities.    Juch  activities  would  be  much  mor?  difficul/t  and  who  would  be 
accountable  for  the  care  of  our  children?    Currently,  wfe  know  who  to  go  to 
to  get  action  when  we  have  concerns  or  need  help.  / 

3)  Zoning  in  Florida  often  prohibits  the  building  of  care/ facilities  in  nice 
neighborhoods,    will  our  children  be  forced  to  live  in  less  desirable 
nolr:hborhoodn  or  business  areas?    Iu  thlj  normalisation  or  mainstreaming? 


/ 
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A)  several  parents  in  our  croup  have  had  bad  experiences  with  H community '■ 

facilities  and  are  plaased  with  having  their  children  living  in  Gulf  Const 
Center* 

5)  uo  arc  the  parents  oi  the  people  that  this  Bill  would  affect,    V.'e  feel  that 

our  concerns  and  input  should  be  heard.    We  feel  that  the  Chafee  Bill  is 
much  too  drastic  in  its  scope  and  impact,  and  will  end  up  costing  the  tax- 
'payer  more  money!    '.a  are  taxpayers  tool 

'..ill  our  children's  inteiest  be  best  served  by  this  extreme  Bill?    V/e  don't  . 
think  so*    We  as  a.  parents1  group  of  retarded  persons,  support  the  placement 
of  retarded  persons  in  Community  set  tinge  Y/henever  practical,    V/e  do  not  feel 
that  the  principle  W  a  client's  right  to  live  in  the  Communl ty  should  be 
confused  with  a  mandate  to  move  clients  to  the  Community  as  we  feel  this  Bill 
proposes* 

Thank  you  for  the  opportunity  to  voice  our  concerns* 


President ,  SPARS 


February  20,  19841 


address:  8949  Beacon  Street 

Fort  l.:yeref  PI.  33907 
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Oak  Lawn,  II, 
Feb.-  7,  1984  / 


Mr.  Roderick  DeArment, 
Chief  Counsel  and  Staff  Director 
Committee  on  Finance 
U.  S.  Senate,  Room  SD219 
Washington,  D.  C.  20510 

Dear  Mr.  DeArment: 

Please  include  the  attached  letter  as  t^/timony  for  the 
written  record.  u 


Yours  very  truly, 


Anna  TimnT 
9128  S.  Pulaski  Rd. 
Oak  Lawn,  II*  60453 
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I  request  that  Senate  Bill  //S-2053  be  voided  in  that 
it  does  not  meet  'the  requirements  of  the 'severely 
handicapped  residents  in  institutions  at  this  time. 

There  are  different  categories  of  retartfation  and  it 
is  not  practical,  humane  nor  economical  to  phase  out 
all  institutions  within  a  10-year  period  and  place 
the  severely  retarded  into  community  homes  housing 
no  more  than  10  people.     If  homes  would  have  to  be 
purchased  or  built  for  every  10-people  group  could 
you  realize  the  number  of  Ijomes  that  would  have  to 
be  built  and  then,  too,,what  would  happen  to  the 
institutions  that  are  now-housing  these  people. 

Some  of  these  patients  have  been  in  institutions  for 
20  to  40  or  50  years,  ar^  non-verbal,  cannot* take  care 
of  themselves,  need  medication,  etc.    Could  you  place 
yourself  in  this  position? 

We  have  money  for  the  space  program,  defense,  and  help 
all  other  people  in  the  world,  but  we  have  no  heart 
for  our  own  retarded  handicapped  citizens . 


/ 
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Unlttd  Ctrtbrol  Palsy  Auoeiatloni,  Inc. 
Govtrnmtntal  Activltlti  OHict 
ChtiUf  Arthur  Building*  Suit*  U1 
423  t  Strut  N.W. 
Wathlngton,  D.C.  30001 


(202)  842-1266 


STATEMENT 
RESPECTFULLY  SUBMITTED  TO  THE 
SENATE  COMMITTEE  ON  FINANCE 
SUBCOMMITTEE  ON  HEALTH 

ON 


S.  2053,  THE  * COMMUNITY  AND  FAMILY 
LIVING  AMENDMENTS  ACT  OF  1983. - 


ON  BEHALF  OP 
UNITED  CERKBRAL  PALSY  ASSOCIATIONS,  INC, 


Prepared  by  Dr.  E.  Clarke  Rosa,  Director 
UCPA  Governmental  Activities  Office 

March  9,  1984 


If  OH  A IIO  M  t)0\  OEN30N 
..i  nui'i .  i  i>ii  n.UHti 


JACK  HAUSMAN 

VII  I  I  M*IMU*<J 


Nina  EAtoN 
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UCPA  respectfully  submits  its  tentative  position  on  S.  2053,  the 
•Community  and  Family  Living  Amendments  Act  of  1983  . *    The  tentative 
position  has  been  developed  in  joint  session  by  two  committees  of  the 
UCPA  Board  of  Directors-governmental  activit ies  and  professional  services 
program.    The  UCPA  Members  of  the  Corporation  will  consider  this 
tentative  position  at  its  May  1984  annual  meeting. 

UCPA  TENTATIVE  POSITION  ON  S.  2003 


(1)  UCPA  reaffirms  three  progra  itnatic  assumptions  which  endorse 
'the  concept  behind  S.  2053: 

(a)  Most  of  the  current  institutionalized  population  can  have 
their .needs  met  in  the  community. 

(b)  Even  severely  disabled  persons  have  the  potfintiaU  for 
growth  and  development. 

(c)  Persons  with  disabilities  benefit  from  regular  and 
substantial  social  contact  with  nondisabled  peers. 

(2)  UCPA  operates  on  the  assumption  that  S.  2053  covers  only 
Medicaid  certified  long  term  care  facilities  (which  are  skilled  nursing 
facilities,  intermediate  care  facilities,  and. intermediate  care  * 
facilities  for  the  mentally  retarded). 

(3)  UCPA  endorses  the  partial  phasing-out  of  institutions. 

(4)  UCPA  rejects  the  S°.  2053  proposed  facility  size  threshold  of 
three  times  the  average  household. 

(5)  UCPA  endorses  the  application  of  the  least  restrictive 
environment  concept  to  a  cascade  of  service  placements  with  a  ceiling  on 
all  residences  of  50  beds*    UCPA  supports  the  phasing-out  of  all  Medicaid 
certified  long  term  care  facilities  over  the  size  of  50  beds.    The  50  bed 
threshold  is  established  in  recognition  of  the  inappropriateness  of  15 
(small  ICPs/MR  and  grandfathered  in  by  S.  2053)  because  of  special 
population  considerations.    Facilities  should  include  no  more,  than  15 
residents  with  three  exceptions:    the  medically  fragile  where  no  other 
appropriate  facility  is  available,  rural  areas,  and  large  densely 
populated  urban  areas  With  limited  housing  stock  where  such  facilities 
are  appropriate  to  its  community.    But,  in  no  case  would  the  number  of 
residents  exceed  50. 

(6)  UCPA  recommends  that  the  federal  SSI  definition  of  disability 
be  used  in  targeting  eligibility  for  S.  2053. 

(7)  Existing  UCPA  corporate  policies  and  positions  also  relate  to 
S.  2053.    These1  include  the  least  restrictive  environment,  individual 
choice,  individual  plans,  funding  following  the  individual,  the  need  for 
a  secure  and  stable  community  services  federal  financing  source, 
endorsement  of  alternatives  to  institutional  care  and  incentives  for 
deinstitutionalization  including  higher  matching  rates  for  community 
services  and  lower(  rates  for  institutional  services,  endorsement  of  a 

. 
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federal  government  responsibility  for  promoting  national  leadership  in 
developing  appropriate  services  to  persona  with  disabilities,  and  quality 
assurance  apprpachea  including  accrediation. 


UCPA  of  Pittsburgh  and  its  member  Dr.  June.  Mullins  attempted  to 
conceptualize  the  application  of  the  least  restrictive  environment  (LRE) 
to  living  arrangements  as  used  in  implementing  p.L.  94-142,  the  y 
■Education  for  All  Handicapped  children  Act."    or.  Munihs  also  relies  on 
Evelyn  Denofs  model  as  described  in  Exceptional  children.  1970.  Dr. 
Mullina  and  her  Pittsburgh  associates  believe  the  LRE  m»del  is  ' 
appropriate  for  adult  living  arrangements.    The  approach  is  based  on  an 
assessment  of  the  individual's  needs  and  appropriateness  of  the 
residential  placement. 

P.L.  94-142  requires  "that  to  the  maximum  extent  appropriate, 
handicapped  children,  including  children  in  public  on  private 
institutions  or  other  care  facilities  are  educated  with  children  who  are 
not  handicapped  and  that  special  classes,  separate  schooling  or  other 
removal  of  handicapped  children  from  the  regular  educational  environment 
occur*  only  when  the  nature  or  severity  of  the  handicap  is  such  that 
education  in  regular  classes  with  the  use  of  supplementary  aids  and 
services  cannot  be  achieved  satisfactorily.-    The  placement  is  to  be  v 
determined  at  least  annually;  is  based  on  the  individualized  education 
program  which  is  developed  by  an-  interdisciplinary  team,  the  child,  and 
the  child's  family;  and  'is  as  close  as  possible  to  the  child's  home." 
The  ?*L.  94-142  regulations  state  that  "in  selecting  the  least 
restrictive  environment;  consideration  is  given  to  any  potential  harmful 
effect  on  the  child  on  the  quality  of  services  which  he  or  she  »eeds.'_   

The  P.L.  94-142  regulations  contain  a  section  on  the  'Continuum  of 
Alternative  Placements."    This  section  specifies  that  "(a)  Each  public 
agency,  shall  insure  that  a  continuum  of  alternative  placements  is 
available  to  meet  the  needs  of  handicapped  children  for  special  education 
and  related  services,    (b)  The  continuum  required  under  paragraph  (a)  of 
this  section  must:    (1)  Include  the  alternative  placements  listed  in  the  ' 
definition  of  special  education  under  121a. 13  t>f  Subpart  A  (instruction 
in  regular  classes,  special  classes,  special  schools,  home  instruction, 
and  instruction'  in  hospitals  and  institutions),  and  (2)  Make  provision 
for  supplementary  servLcea  (such  as  resource  room  or  itinerant 
instruction)  to  be  provided  in  conjunction  with  regular  class  placement." 


APPLYING  THE  LEAST  RESTRICTIVE  ENVIRONMENT 
TO  THE  'CASCADE'  OR  'SPECTRUM*  OF  SERVICES 


V 
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Dr.  Mullins  has  developed  the,  following  "Spectrum  of  Living 
Arrangements  for  Developmental ly  Disabled  Adults:9 


Independent  living  in  apartments/houses  with  related  services  as 
needed,  including  attendent  care.  \ 


Supervised  independent  living  in  apartment/houses  with  related 
services  as  needed  including  attendent  care. 


Family  like  group  home  Integrated  into  the  community  activities  with 
related  services. 


Residential  institutions  with  community  actlvltes  available  to 
residents. 


Residence  with  parents  or  foster  parents  with  related  services 
including  respite  care* 

<r 

Residential  institution  providing  total  care  accessible  to  family 
friends  and  other  community  members* 


Residential  institution  providing  total  care  in  area  distant 
from  residents  community  or  origin. 


Hospital  setting  needed  for  necessary  medical  services. 


UCPA  endorses  the  application  of  the  least  restrictive  environment 
to  a  cascade  of  service  placements  with  a  ceiling-  on  all  residences  of  50 
beds..    The  state  would  be  obligated,  in  developing  the  individual  plan, 
to  clearly  document  why  the  individual  could  not  possibly  live  in  the 
least  restrictive  setting*    Having  documented  that  decision  to  the 
satisfaction  of  the  individual,  family,  and  interdisciplinary  team,  the 
v  process  is  repeated  for  the  next  least  restrictive  setting.    The  process 
'  is  continually  repeated  until  the  most  appropriate  setting  in  the  LRE  is 
located  and  agreed  upon.    UCPA  believes. that  this  proposal  is  the  most 
meaningful  of  our  suggestions  to  the  current  debate  on  S.  2053. 

SPECIAL.  CONSIDERATIONS  FOR 
JjfjjB  HE  PIC  ALLY  FRAGILE 

An  issue  constantly  raised  as  a  concern  related  to  s.  2053  is  the 
level  and  appropriateness  of  services  for  the  "medically  fragile"  person 
with  a  developmental  disability.    Mary  Smith,  in  her  February  1964 
Congreaaional  Research  service  background  paper,  estimates  that  "25  to 
30%  of  the  institutionalized  MR/pD  population  is  either  medically  fragile 
or  has  very  severe  behavior  problems."    She  does  not  provide  an 
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Operational  definition  of  •medically  fragile"  but  characterizes  them  as 
"HR/DO  peraoni  tfho  require  24-hour  nursing  care  and  frequent  physician 
ser vices \ 

John  Siepp,  Director  of  UCPA's  Professional  Services  Program 
Department,  observes  that  there  are  a  variety  of  definitions  and  concepts 
within  the  UCPA  professional  services  community  regarding  the  ten* 
■medically  fragile."    some  of  these  views  are  based  on  a  more  clinical 
definition  of  what  constitutes  "medically  fragile"  conditions,  other 
views  are  based  on  the  manner  that  current  Medicaid  ICF/MR  rules  force 
providers  to  define  the  term  to  ensure  reimbursement, 

Patricia  McNelly,  r,n,,  Chairman,  UCpa  Professional  Services  Program 
Committee,  has  offered  the  following  tentative  working  definition, 
•Medically  fragile  persons  are  those  persons  who  experience  an 
instability  of  tfjeir  health  condition  which  require  close,  intensive,  and 
daily  professional  nursing  supervision,*    These  persons  would  require  at 
least  weekly  physician  visits.    Examples  of  medically  fragile  conditions 
would  include  serious  metabolic  disorders,  very  high  risk  for1  aspiration, 
and  unusual  and  complex  position  and  handling  to  sustain  life,  1 

Twp  Senate  Subcommittee  testimonies  addressed  the  particular 
situation  of  the  medically  fragile,    Karen  Green  -  McGowan,  r,n.  and 
Sister  Barbara  Eirich,    We  reinforce  their  statements. 


i 


i 
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O  Keefe  Ashenden  Lyons  Ik  Ward 

A  PatinfltfMp  HHtiKltng  PiuOsskm**!  C«M|*K.Hlon9 

One  First  National  Plaza  •  Suite  5100 
Chicago.  Illinois  aoaoa  \ 

(312)6310400  . 


JftnrsL  O'Kecfc 
n*r*s  p.  Ashf  ndcn.  if .  i'  c. 
Thomas  0  Lyon* 
MKli«r)u  HcoemxMi.  PC 
Joftn  P  W5id.  Ji .  P.c  • 
Richard  J  OctKa.  PC. 
KfvmM  OKrcte 
OrnnUM  G  KrWe 
J.  V*rh*rl  H**»lo*i 

Pantriw  Coyne.  P  c. 
Patrick  l  totoie 
MictMetW  WKd 
JohnR  Mhcnden 
Cynthia  J-  FUa 
BlUabMh  L  Orack* 


February  14,  1984  *hnp.DoWrf 


Senator  Robert  Dole 
Finance  Committee  Chairman 
U.S.  Senate 

Wa9hi.ng.ton,  D.C.  20510 


Dear  Senator  Dole i 


DATE:     February  27,  1984 
SUBJECT:    Community  ami  Family  Living 
Amendments  of  1983,  S,  2053 


.  My  fourteen  year  old  daughter,  Kristen,  is  currently  a  resident 
of  St.  Mary  of  Providence  School,  4200  North  Austin,.  Chicago, 
Illinois.     St.  Mary  of  Providence  School  is  a  school  and  home  for 
the  mentally  retarded.     It  is  run  by  the  Sisters  of  St.  Mary  of 
Providence ,  a  religious  order  dedicated  to  the  care  of  the  mentally 
retarded.     Kristy  attended  the  school  for  several  years  as  a  day 
Student.     In  September  of  1983  she  became  a  full  time  resident.  The 
transition  has  proved  to  be  a  wonderful  success.    aFor  the  first  time 
in  her  life,  Kristy  is  part  of  a  community  in  which  she  has  peers. 
She  loves  living  at  "the  apartment",  as  she  calls  it,  and  yet  she 
comes  home  to  visit  every  other  weekend  and  for  all  holiday  vacations. 
It's  a  wonderfully  balanced  solution  to  Kristy's  problem.  She 
now  has  the  specialized  environment  needed  for  her  growth  and 

\ 


655 


650 


development  and  we  still  have  Kristy  as  a  regular  part  of  our  family.-  ■ 

It  has  come  to  my  attention  that  the  Community  and  Family 
Living  Amendments  of  1983  would  propose  to  eliminate  all  institutions 
for  the  mentally  retarded  containing  more  than  10  mentally  retarded 
persons.     I  understand  that  the  word  "institution"  often  carries, 
with  it  a  negative  connotation,  especially  when  talking  about  the 
mentally , retarded,     such  a  simplistic  approach,  however,  ignores  the 
facts  that  many  of  these  institutions  are  the  answer  to  many  a 
retarded  child's  parents'  prayers.     Prayers  not  only  for  health  and 
assistance  in  sharing  the  parents'  burden  in  caring  for  their  child/ 
but  the  ..answer  to  finding  an  environment  for  our  retarded  children  where 
they  can  make  friends  and  learn  to  help  people  even  less  fortunate 
than  themselves  and  develop  a  sense  of  self-worth  and  pride. 

Kristy  loves  St.  Mary's  and  my  wife  and  I  know  the  dedicated 
women  of  the  Sisters  of  St.  Mary's  of  providence  treat  her  with  loving 
care.     Let's  fact  it,  the  good  Sisters  aren't  doing  it  for  the 
money.     Care  of  the  mentally  retarded  is  their  calling  in  life  and 
anyone  who  spends  any  time  around  them  will  see  that  they  genuinely 
love  their  work.     If  they  didn't,  they  wouldn't  stay.     I  can't  tell 
you  what  a  great  comfort  this  is  for  parents  to  know  that  their 
retarded  child  is  in  the  hands  of  such  dedicated,  loving  people.  The 
good  Sisters  love  is  evident  everywhere,  in  the  spic-n-span  physical 
plant  in  which  they  live  and  care  for  their  charges  to  the  wonderful 
enthusiasm  of  the  helpers,  teachers  and  social  workers  who  assist 


ERLC 


6'5fj 


/ 

651 


/ 


them  in  the  care  of  Kristy  and  her  friends.    Anyone  who  conjures  up 
the  image  of  an  "institution"  as  a  cold,  dark,  friendless  place 
need  only  visit  St.  Mary  of  Providence  to  forever  change  his 
.attitude  about  " institutions"  per  se. 

Some  day  Kristy  may  be  ready  for  a  group  coaimunity  home. 
Accordingly,  I  am  not  interested  in  doing  anything  to  discourage 
the  funding  and  development  of  group  community  homes.  But 
group  community  homes  are  not  the  sole  answer.    An  institution. such 
as  St.  Mary  of  Providence  by  virtue  of  its  larger  size  is  able 

to  provide  many  additional  services  and  facilities  for  the  children. 

Economics  alone  would  prohibit  group  community  homes  from  providing 

these  same  services. 

I  feel  we  need  both  the  group  community  homes  and  the  larger 

institutions  so  that  parents -will  have  a  choice  .as  to  what  best 
"uuits  the  needs  of  their  mentally  retarded  child.    Support  group 

community  homes,  yes.    But  close  down  institutions  th/t  are  already 

meeting  the  needs  of  our  retarded  children,  Nol    Suj/h  a  move  is 

senseless,  unnecessary,  and  potentially  disasteroyfe.  Institutions 

/ 

such  as  St.  Mary's  should  be  encouraged,  not  discouraged. 
Kristy  is  happy  there,  we  are  happy  there  and  t4  good  nuns  and  the 
wonderful  people,  that  work  with  Kristy  know  the'  joy  that  a  retarded 
child  can  bring  to  them  while' they  work  at  St.  Mary's. 

Don't  tamper  with  success  I     I  beseech  you  not  to  take  Kristy 's 
-apartment"  away  from  her.     I  urge  you  to  vote  "No"  on  the  Community 
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and  Family  \iving  Amendments  of  1983.    The  objective  of  the  bill  may 
to  laudatory  W  the  exclusiveness  of  the  remedy  reeks  of  a 
Pt^sophical  intolerance  and  insensitivity  to  the  needs  of  Kristy,^ 
her  friends,  their  fronts  and  the  wonderful  dedicated  people  who 
have  given  so  much  of  their  lives  to  the  care  of  retarded  in 
institutions  such  as  St.^ry's.    Don't  destroy  the  St.  Mary's  fff 
this  country,  for  you  will  risk  destroying  the  Kristys  and  their 
parents  too.     Vote  "No",  at  all  costs. 


Very  truly  yours, 


( 


John  F.  Ward,  Jr. 


JFW: jts 
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Center  FOR  SERVICES  TO  PEOP& 

2900  Southampton  Road/Phlladalphia,  Pennsylvania  19154 
Woodhaven  Center  Board  of  Trusted 


TESTIMONY 


On  Behalf  of  Passage  of 
"Community  and  Family  Living  Amendments  Act  1983" 
S.  20S3 

as  offered  to  the 
United  States  Senate  Conuittee  on  Finance 

March  16,  1984 

by 

Elizabeth  B.  Green,  President 
Board  of  Trustees 
Woodhaven  Center 

Li la  Cohen 
Kenneth  A.  Fegley,  Ph.D. 

Leona  Fialkowski 
Bernard  Classman,  Esquire 
Miriam  L.  Golub 
Helen  Herrick,  Ed.D. 
The  Honorable  William  Mazzola 
Crata  M.  Vaughn,  Ed.D. 
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Oa^ehalf  of  the  Board  of  Trustees  of  Hoodhaven  Center  (Philadelphia, 
Pennsylvania), 'I  .would  like  to  go  on  record  as  advocating  the  concept  of 
federal  aid  to  support  ^ivirfg  arrangements  as  found  in  S.  20S3,  "Community 
and  Family  Living  Arrangements*  Act  of  1983".  •     *  • 

The  program  at  Woodhaven  Center  is  provided  by  Temple  University 
under  a  contract  with  The  Department  of  Public  Welfare  of  the  Commonwealth 
of  Pennsylvania.    It  is  a  nationally  known  residential  program  providing  1 
short-term  intensive,  habilitative  training  presently  unavailable  to  in- 
dividuals  in  their  home  communities. 

The  Woodhaven  Program  serves  380  people  at  our  main. campus  and  the 
Extension  Program  at  Philadelphia  State  Hospital.    In  addition  to  direct 
service  delivery,  the  program  is  involved  in  evaluation,  research,  training, 
and  public  education.    It  is  one  of  the  largest  university  affiliated  programs 
of  its  kind  in  the  United  Star.es. 
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Temple  University's  Woodhaven  Progranj  is  recognized  as  a  pioneer  in 
the  training  of  mentally  retarded  citizens1,    Less  than  25  years  ago^  the 
predominant  philosophy  was  basically  custodial  -  keep  them  quite,  fed  and, 
most  definitely,  out  of  sight.    Barren  institutions  with  ivy-covered  walls, 
located  miles  from  nowhere,  were  considered  the  "most  humane  method"  of 
keeping  this  population  from  the  consciences  of  the  rest  of  the  world, 
However,  advancements  in  the  last  20  years  Uthin  the  field  of  behavioral 
psychology  have  rendered  this  old  way  of  thinking,  not  only  archaic,  but 
costly,  cmel  and  impersonal.  „  \ 

Through  the  use  of  new  behavior  modification  techniques,  even  these 
individuals  considered  to  be  the  most  difficult  can  be  returned  to  a  more 
meaningful  life  in  an  appropriate  community  seeing.    An  example  of  how 
this  is  accomplished  at  Woodhaven  Center  is  as  follows:    From  rooming 
wakeup  time,  in  the  classroom,  in  special  therapy,  in  social  and  athletic/' 
activities,  and  in  living  skills  programs,  such  as  eating,  cleaning,  ddlng 
the  laundry,  our  clients  successfully  strive  to  meet  individualized  exit  goals 
within  specified  time  limits. 

Our  Center's  main  purpose  is  to  use  the  latest  advancements  within  the 
field  of  human  service  to  improve  the  quality  of  life  for  our  clients. 

Our  experience  has  shown  that  even  people  with  severe  behavioral 
problems  have  responded  well  to  our  program,  enabling  them  to  p/epare  for 
a  new  life  in  the  community.  .  The  kinds  of  people,  their  problems  and  their 
specific  needs  which  we  provide  service  for  are  reflected  in^the  following 
charts-  / 
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Unfortunately,  in  many  instances,  when  our  clients  have  reached 
their  exit  goals,  the  present  system- has  not  provided  adequate  fiscal 
resources  to  ensure  their  return  to  the  community,    TOe  number  of 
people  prepared  to  leave  our  Center  for  a  life  in^neighborhood  setting 
versus  the  number  of  clients  actually  leavin^has  been  a  dismal  statistic 
which,  is  reflected  on  the  chart  below, 

%  Still 
In  Residence 


Year  of 

Total 

Number  of 

In  Residence 

Admission 

Admissions 

Discharges 

as  of  1983 

1974 

126 

2 

49  ' 

1975 

192 

19 

99 

1976 

24 

37 

7 

1977 

56 

62 

27 

1978 

29 

31 

16 

1979 

18 

19 

11 

1980 

28 

27  * 

13  > 

1981 

33 

33 

22 

1982 

35 

34 

29 

Total  Number 

of  Admissions 

since  1974 

541  • 

Total  Number 

of  Discharges  since  1974 

264 

Percentage  of  Discharges  vs.  Admissions  49% 

A 

Total  Number  of  People  in  Residence 
More  than  Two  Years 
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39 
52 
29 
48 
55 
61 
46 
67 
83 


662 


In  reality,  this  stagnation  of  our  clients'  development  growth  , 
has  boon  not  only  a  cruel  hoa,  to  the  individuals  involved,  but  a  costly 
waste  .of  taxpayers, money.    As  in  any  educational  process,  when  the  oppor- 
tunity  for  ieaming  ceases,  skills  are  lost  and  maladaptive  behaviors 
often  occur,    in  other  words,  the  money  spent  to  prepare  clients  for  a 
new  life  is  wasted.     ,  / 

Studios  have  shown  ,hat  lifetime  maintenance  of  people  in  institution, 
is  rtor,  costly  than  woll-pln„„0d  community  programs  which  offer  people  the 
opport^lty  for  continuing  growth.    ,„  addltion,  once  ,„  thc  connunity>  ^ 
cost  of  required  service,  for  the  individual  Is  usually  less.    Khen  there 
is  a  long  delay  i„  the  process  of  pcople  moving  from  the  institution  to 
the  community,  as  is  occurring,  saving,  are  not  realized.    As  an  example:  * 

COWDNITY  LIVING  ARRANfi.FHEW  (CIA)  EXPENDITURES  AND 
_U.IKNr  CAPACITY*,  1976^955 — ~  ~ 


1  fiscal 
'  Year 

State  Dollars 
Expended 

Expenditures 
Increase  From 
Prior  Year 

*  New  Money 
.  Per  Year 

Client  Capacity 
Total  Slots       Increase  From   %  New 

Availablft               Drlnr   V„„  «.   

1976-77 

If .391,325 

3,083,044 

20% 

2,338 

269 

11.5% 

1977-78 

21,222,140 

5,630,815 

27% 

2,755 

417 

1S% 

1978-79 

29,634,000 

8,411,860 

28% 

3,246 

491 

15% 

1979-80 

38,943,1*04 

3 

9,309,104 

23% 

3,507 

261  , 

7% 

1980-81 

52,644,996 

13,701,892 

26% 

3,9S2 

'445 

11% 

1981-82 

62,930,143 3 

10,285,147 

16% 

4,191 

239 

5.7% 

1982-83 

68,481,772 

5,551,629 

8% 

4,456 

265 

5.9% 

I J    Additional  thl 


ore  not  shown  here. 


rd  part/  funds  (SSI,  food  st 


2)  J^se^on  actual  slots  developed/ 

«  presents  nudgct  appropriation,  not  actual  expenditure, 
Based  on  Information  Received  from  Pen»yiv.„|/offl 


nmps,  etc.)  als0  support  the  a.A  Prog  ran  but 


re  of  Mental  Retardatio 


o  668 

ERIC 


663 


Pew  incentives  exist  to  encourage  transition  of  our  clients  from 

  M  *  % 

the  institution- to  the  community.    Funding  changes  which  are  proposed 
in  Act  S.  2053  help  to  facilitate  the  movement  of  our  special  population 
to  a  meaningful  life  in  the  community,  reduce  the  wasteful  process  in 
which  institutions  are  now  forced  to  operate,  and  provide  a  more  desirabfe 
cost-benefit  ratio  for  the  taxpayer. 

In  short  *  Senators,  the  Woodh&ven "experience  reflects  a  radical 
change  in  the  state-of-the-art  of  care  and  opportunity  offered  mentally 
retarded  citizens. 

The  hopeless  attitude  of  twenty  years  ago  has  been  replaced  by  the 

0 

commitment  to  help  individuals  develop  to  their  fullest  potential  in 
community  settings. 

The  law  you  have  before  you  today  could  be  the  dawning  of  a  new  age 

in  human  services,  one  in  which  all  citizens  in  this  country  will  be  able 

i  * 

to  reach  their  full  potential  within  our  society. 

Not  to  modernize  laws  to  be  consistent  with  current  thinking  as  regards 
mentally  retarded  people  would  be  as  outrageous  as  refusing  students  to  be 
taught  reading  in  public  schools. 

On  behalf  of  the  Board  of  Trustees  of  Woodhaven  Center,  I  urge  you  to 
act  expeditiously  to  enact  this  much  needed  law  and  thank  you  for  the 
opportunity  to  share  our  thinking  with  you. 
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TESTIMONY  FOR.  THE  WRITTEN  RECORD  -  SENATE  BILL  S2053 
ENTITLED  "COMMUNITY  AND  FAMILY'  LIVINTAM^HlNTCTCT.'' 

We  are  writing  in  opposition  lo  Senate  Bill  S2053,    This  legis- 
lation is  a  hoax  on  the  public  and  or.  those  families  which  have  children 
who  require  the  protective  environment  of  an  institution.  Practically 
speaking,  if  passed,  it  will  result  in  the  closing  of  every  State  Insti- 
tution in  the  United  States,  and  turn  over  the  care  and  supervision  of 
these  individuals  to  a  group  of  profit-motivated  entrepreneurs.  History 
has  shown  that  this  only  reduces  eox'vicoB  and  increases  coot. 

t    a 4  x  x 4  Whil6  U  ls  true  that  there  have  been  Prisms  with  some  State 
Institutions,  the  answer  for  the  profoundly  retarded  is  not  to  destroy 
them,  but  to  improve  them,  as  we,  have  done  here  in  Wisconsin.    Letfs  not 
throw  out  the  baby  with  the  bath  water! 

i         5  .  ^  - 

Our  daughter  suffered  brain  damage  due  to  illness  as  an  infant.' 
Today,  at  age  29,  she  presents  a  physical  picture  of  normality,  with  the 
intellectual  ability  of  a  first  grader,  "and  the  emotional  stability  of  a 
three  year  old.    She  is  in  an  institution  where  she  Us  a  nominal  job, 
continuing  craft  training,  and  absolute  freedom  of  movement  over  the 
600  acre  institutional  grounds.    If  she  was  in  the  community,  she  would 
be  confined  to  her  residence  unless  she  was 'accompanied  everywhere  she 
went.    For  her,  the  institution  is  clearly  the  "least  restrictive"  en- 
vironment , 

*    .u    «,   Although  this  piece  of  legislation  is  sponsored  and  supported 
by  the  National  Association  of  Retarded  Citizens,  of  which  we  are  members, 
at  their  recent  convention  <K#  of  the  membership  were  oppossd  to  this 
support.    The  600  supporting  were  obviously  people  who  have  never  had  the 
experience  of  caring  for  a  profoundly  retarded  individual  in  the  com- 
munity.   This  group  of  profoundly  retarded  represents  less  than  10?S  of 
all  the  retarded  persons,  and  since  their  problems  are  not  the' same  as 
the  less  severely  handicapped,  they  should  not  be  lumped  together  for 
determining  the  types  of  service  they  need. 

i    ^  n       Ma^  We  add  that  evervthinS  that  might  be  accomplished  by  this 
legation  is  already  available  through  the  Community  Options  Program  \ 
and  the  Community  Integration  Program,  thus  rendering  this  bill  super-  '  . 
fluous  and  totally  unnecessary.  y 
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February  16 ,  1984 


Date  of  Hearing:  February  27,  1984 
SB2053 


TO  WHOM  IT  MA*  CONCERN: 

i 

I  an  asking  that  you  do  not  support  the  Canmunity  and  Family  Living 
Amendments  Act  introduced  by  Senator  JohnjH,  Chafee,  as  I  understand  this  act 
is5  intended  to  gradually  shift  the  federal  bill  of  Medicaid  funds  from 
institutional  to  community  based  settings*!  On  the  surface  this  appears  to  be 
a  good  idea  and  in  the  best  interest  of  mentally  retarded  people.  However, 
the  damage  it  would  do  to  the  institutional  programs  across  the  United  states 
would  be  devastating.  I 

Hie  bill  establishes  the  tine  frame  for  phdse  out  of  federal  Medicaid 
matching  funds  for  institutional  care.   The  ultimate  result  would  be  that 
State  legislatures  would  be  totally  responsible  for  funding  institutional 
programs.    I  can  assure  you  that  in  South  Dakota  the  State  legislature  would 
not  pick  up  the  balance  that  Medicaid  funds  lhave  provided.    This  would  result 
in  institutions  being  closed  which  sane  say  would  be  good.    I  want  you  to 
know  that  I  work  at  an  institution  for  the  mentally  retarded  and  have  seen 
the  programs  and  services  to  the  residents  of  this  facility  improve 
tremendously.    Most  of  these  improvements  can  be  attributed  to  our  facility 
becontming  certified  under  Title  XIX  of  the  Social  Security  Progran  in  order 
to  receive  Medicaid  funds.    These  Medicaid  dollars  have  allowed  us  to  hire 
more  staff  and 'improve  training  programs,  for  our  clients.    The  end  result  is 
a  facility  which  provides  excellent  care  and  training  for  the  clients. 

I  want  you  to  know  that  I  support  the  OTWiunity-based  programs  which  have 
developed  in  recent  years  but  I  do  not  think  wd  should  attempt  to  further 
develop  them  at  the  expense  of  fine  institutional  programs.    Medicaid  dollars 
were  originally  allocated  to  institutions  in  oroer  for  them  to  improve  their 
services  and  this  goal  is  being  achieved.    I  wo^ld  ask  that  you  don't 
dismantle  one  part  of  the  service  delivery  system  to  the  mentally  retarded  in 
order  to  satisfy  a  few  idealists  who  think  the  system  is  better  off  without 
institutional  programs.  \ 

I  would  like  you  to  know  that  I  speak  not  only  as  a  concerned  South  Dakota 
citizen  but  as  a  person  who  has  been  involved  in  the  delivery  of  services  to  ,t 
mentally  retarded  people  since  1973.    I  have  worked  with  parents  and 
guardians  in  an  effort  to  promote  community  placement  for  their,  son  or 
daughter.    At  the  same  time  I  have  become  increasingly  aware  of  the  needs  of 
the  residents  who  remain  at  this  facility.    Passage  of  a  bill  such  as  SB2053 
would  be  a  terrible  blow  to  the  clients  who  need  the  services  of  a  facility 
such  as  ours.    Please  vote  no  on  SB2053.  \ 

I  will  be  happy  to  provide  the  committee  with  afry  additional  information  they 
would  ask  for.    Thank  you!  \ 


Educational  Unit  pi  rector 
Box  410  • 

Redf  ield  State  Hohpital  and  School 
Redfield,  SD  574^9 

I 

KJtmak  ^ 


67.1 


